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Additional  Resources 


Southern  Appalachia  Leadership 
Initiative  on  Cancer  (SALIC) 

The  phone  number  for  SALIC  is 
(919)  515-2770. 


Liaison  Office  for  Cancer 
Communications 

National  Cancer  Institute 
Building  31  lOAl 6 
9000  Rockville  Pike 
Bethesda,  Maryland  20892 

The  National  Cancer  Institute  (NCI) 
recently  established  the  Liaison  Office  for 
Cancer  Communications.  Its  mission  is  to 
communicate  and  cooperate  with  advocacy 
and  voluntary  organizations  concerned  with 
cancer  to  promote  the  common  goal  of  cancer 
prevention,  detection,  treatment,  and  quality 
of  life  of  cancer  survivors  and  participants  in 
clinical  trials.  The  Office,  which  is  part  of  NCI's 
Office  of  Cancer  Communications  (OCC), 
serves  as  a  key  point  of  contact  and  interaction 
with  the  leadership  of  national  advocacy  and 
voluntary  organizations.  It  coordinates  infor- 
mation on  NCI-wide  activities  and  programs 
of  interest  to  these  groups;  exchanges  and  dis- 
seminates information;  and  facilitates  collabo- 
rative efforts.  The  Liaison  Office  seeks  to 
understand  the  needs  and  capabilities  of  these 
groups  and  to  strengthen  NCI  relationships 
and  cooperation  with  them  as  important  con- 
stituents. The  Office  supports  OCC/NCl's  pri- 
ority programs  and  increases  their  reach,  acting 
as  a  partner  and  bridge  to  these  important 
communities.  National  organizations  are 
encouraged  to  share  NCI  information  with 
their  regional  and  local  memberships  through 
meetings,  newsletters  and  other  channels. 
Information  on  how  to  contact  many  national 
cancer  advocacy  and  voluntary  organizations 
which  may  have  regional  and  local  member- 
ships is  available  from  the  Liaison  Office  at 
the  address  listed  above. 


The  following  groups  provide  information 
on  community  organizing,  support,  and 
advocacy  concerning  breast  cancer: 

Breast  Cancer  Action 

1280  Columbus  Avenue 
Suite  204 

San  Francisco,  CA  94133 
(415)  922-8279 

Living  Beyond  Breast  Cancer 

P.O.  Box  92 
Narberth,  PA  19072 
(610)  668-1320 

National  Breast  Cancer  Coalition 

1707  L  Street,  N.W. 
Washington,  DC  20036 
(202)  296-7477 

Virginia  Breast  Cancer  Foundation 

P.O.  Box  17884 
Richmond,  VA  23226 
(804)  285-1200 
(800)  345-8223 

Women  of  Color  Breast  Cancer 
Survivor's  Support  Project 

8610  So.  Sepulveda  Boulevard 
Los  Angeles,  CA  90045 
(310)  216-3200 

Women's  Cancer  Resource  Center 

3923  Shattuck 

Berkeley,  CA  94705 

Information  Referral  Hotline  (510)  548-9272 

Business  Office  (510)  548-9286 

Women's  Community  Cancer  Project 
of  Cambridge/Boston 

c/o  The  Women's  Center 
46  Pleasant  Street 
Cambridge,  MA  02139 
(617)354-9888 
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FOREWORD 


The  National  Cancer  Institute  (NCI)  has 
long  been  committed  to  improving  can- 
cer rates  among  populations  with  spe- 
cial needs,  including  groups  that  have  high 
cancer  rates  and  those  that  are  underserved 
because  they  lack  access  to  adequate  cancer 
prevention  and  control  services.  Since  1986, 
the  Institute  has  supported  outreach  initia- 
tives that  target  these  special  populations. 
The  National  Black  Leadership  Initiative  on 
Cancer,  the  National  Hispanic  Leadership 
Initiative  on  Cancer,  and  the  Appalachia 
Leadership  Initiative  on  Cancer  (ALIC)  all 
seek  to  involve  lay  and  professional  leaders 
in  cancer  prevention  and  control  activities 
at  the  grassroots,  state,  regional,  and  national 
levels.  NCI  believes  that  this  approach  is  an 
invaluable  aid  in  defining  the  problem  of 
cancer  in  special  populations,  developing 
appropriate  and  relevant  outreach  activities 
and  materials,  and  developing  a  sustainable 
network  that  will  continue  to  involve  key 
actors  in  cancer  prevention  and  control  and 
to  provide  needed  state-of-the-art  cancer 
information  to  targeted  groups. 

In  September  1992,  NCI  made  awards  to 
institutions  located  within  the  13  Appalachian 
states  to  develop  and  implement  four  ALIC 
projects.  These  projects  are  focusing  initial 
attention  on  those  areas  of  Appalachia  most 
in  need  of  cancer  prevention  and  control  out- 
reach activities — namely,  rural  and  medically 
underserved  communities. 


This  monograph  is  the  first  fruit  of  ALlC's 
effort  to  reduce  cancer  incidence  and  mortali- 
ty and  to  improve  cancer  survival  rates  in 
Appalachia.  This  comprehensive  volume  is 
the  product  of  collaboration  among  the  staff 
members  of  four  ALIC  projects  and  experts 
in  fields  such  as  theories  concerning  coalition 
building,  the  social  and  economic  history  of 
Appalachia,  and  health  status  and  health  care 
in  the  region.  This  approach  has  helped  en- 
sure that  the  monograph  reflects  the  culture 
and  information  needs  of  its  intended  audi- 
ences, which  include  coalition  members, 
health  care  professionals,  community  and 
media  representatives,  and  other  key  leaders 
in  Appalachia.  At  the  same  time,  participating 
NCI  and  ALIC  project  staff  have  gleaned  in- 
sights and  shared  ideas  that  will  help  them 
plan  and  implement  ALIC  cancer  control 
activities  more  effectively. 

Prepared  during  the  first  year  of  planning 
for  the  ALIC  projects.  Sowing  Seeds  in  the 
Mountains  already  has  begun  the  work  descri- 
bed in  its  title.  The  collaborative  process  of 
developing  the  monograph  has  helped 
foster  new  linkages  among  key  players  in 
Appalachia,  such  as  local  medical  centers 
and  Cooperative  Extension  Service  offices. 
This  monograph  presents  new  data  on 
Appalachia  that  will  be  invaluable  to  health 
promotion  and  disease  prevention  efforts 
in  the  region.  Several  chapters  also  identify 
important  gaps  in  existing  data  and  serve  to 
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Stimulate  efforts  by  ALIC  projects  as  well  as 
by  state  and  federal  agencies  to  collect  data 
that  will  fill  some  of  these  gaps.  The  selection 
of  contributors  and  reviewers  has  helped 
identify  experts  with  an  abiding  interest  in 
the  region,  including  those  concerned  with 
Appalachian  culture  and  political  economy; 
rural  and  community  health;  community 
leadership,  organizing,  and  development; 
and  community-based  health  promotion 
programs.  The  quilts  and  photographs  that 
illustrate  the  volume  celebrate  the  talents 
and  cultural  heritage  of  the  region. 

The  primary  purpose  of  the  monograph 
is  to  provide  background  material  that  will 
make  prospective  ALIC  coalition  members 
and  informed  laypersons  more  effective  partic- 
ipants and  leaders.  However,  the  monograph 
development  process,  as  described  in  Appen- 
dix C,  also  provides  a  model  of  participatory 
research  and  collaboration  for  other  policy 


issues  and  program  areas.  In  addition,  the 
monograph  will  serve  as  a  baseline  for  ALIC 
and  a  prospective  statement  of  needs  in 
Appalachia  as  well  as  the  program's  opportu- 
nities and  problems.  It  is  hoped  that  the 
monograph  will  be  revised  at  the  end  ot  the 
5-year  project  period  to  reflect  lessons  learned 
as  part  of  the  ALIC  experience. 

We  look  forward  to  the  contributions  that 
ALIC  will  make  to  the  evolution  of  communi- 
ty-based health  promotion  and  disease  pre- 
vention strategies  and  to  the  prevention  and 
control  of  cancer  in  Appalachia. 

Samuel  Broder,  M.D. 

Director 

National  Cancer  Institute 


PREFACE 


Although  the  mandate  to  conduct  cancer 
control  activities  has  existed  since  the 
founding  of  the  National  Cancer 
Institute  (NCI)  in  1937,  the  Institute's  focus 
on  cancer  prevention  and  control  has  evolved 
with  advances  in  the  basic  and  clinical  under- 
standing of  the  nature,  causes,  and  treatment 
of  cancer.  Studies  indicating  that  lifestyle  and 
environmental  factors  contribute  to  the  devel- 
opment of  cancer  and  that  early  detection  of 
the  disease  could  increase  chances  for  survival 
have  supported  the  concept  of  cancer  as  a 
preventable  and  controllable  disease.  The 
National  Cancer  Act  of  1971  designated  fund- 
ing for  the  diffusion  and  transfer  of  new  re- 
search information  into  practice  and  autho- 
rized new  cancer  centers  to  conduct  cancer 
demonstration  and  outreach  programs.  Thus, 
developmental  research  emerged  as  a  key  ele- 
ment in  the  cancer  control  effort,  and  a 
renewed  emphasis  was  placed  on  the  rapid 
dissemination  of  cancer  research  results  to 
local  communities. 

A  milestone  in  the  development  of  a  cancer 
control  research  process  occurred  in  1982, 
when  NCI's  Division  of  Cancer  Prevention 
and  Control  (DCPC)  conducted  a  comprehen- 
sive review  of  cancer  control  activities  with 
the  goal  of  developing  a  national  strategy  for 
cancer  prevention  and  control.  Beginning 
with  a  consensus  definition  of  cancer  control, 
DCPC  established  a  scientific  logic  for  cancer 
control  research  that  progresses  from  basic 
investigations  to  broad  applications  in  target 


populations.  According  to  DCPC's  definition, 
cancer  control  must  involve  interventions 
that  can  be  tested  for  their  applicability  to 
defined  populations.  The  five  sequential 
phases  of  cancer  control  research  ensure 
that  an  adequate  science  base  precedes  inter- 
vention efforts  and  that  research  and  inter- 
vention programs  are  mutually  reinforcing. 
This  definition  and  systematic  approach  to 
cancer  control  are  described  in  Chapter  9 
of  this  monograph. 

Some  of  the  earliest  studies  illustrating  the 
last  two  phases  of  cancer  control  research — 
studies  in  defined  populations  (phase  IV)  and 
demonstration  and  implementation  in  large 
populations  (phase  V) — focused  on  the 
control  of  smoking  and  other  tobacco  use. 
NCI's  Community  Intervention  Trial  for 
Smoking  Cessation  (COMMIT)  and  American 
Stop  Smoking  Intervention  Study  for  Cancer 
Prevention  (ASSIST)  were  designed  to  test 
community-based  interventions  for  reducing 
tobacco  use.  NCI  also  recognized  the  need  for 
local  participation  in  cancer  control  interven- 
tions among  minority  populations  and  med- 
ically underserved  groups.  Consequently,  the 
Institute  developed  collaborative  programs 
with  experienced  organizations  capable  of 
reaching  these  groups  in  local  communities. 
The  Appalachia  Leadership  Initiative  on 
Cancer  (ALIC)  is  one  of  three  NCI-supported 
leadership  initiative  programs  designed  to 
help  reduce  cancer  incidence  and  mortality 
and  to  improve  cancer  survival  by  identifying 
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community  leaders  who  will  build  a  network 
of  coalitions  to  support  programs  that  reflect 
state-of-the-art  knowledge  concerning  cancer 
prevention  and  control. 

The  networks  supported  by  ALIC  and  the 
other  two  leadership  initiatives  have  the  po- 
tential for  lasting  effects  on  cancer  control  in 
their  target  communities.  By  disseminating 
culturally  appropriate  messages  that  stress  the 
importance  of  early  detection  and  prevention, 
ALIC  can  increase  awareness  about  measures 
that  can  reduce  the  risk  of  developing  cancer 
and  increase  the  risk  of  surviving  the  disease. 
This  improvement  could  be  a  critical  factor 
in  controlling  cancer  in  Appalachian  popula- 
tions, which  limited  data  indicate  may  have 
higher  rates  of  tobacco  use  and  lower  rates  of 
cancer  screening  than  populations  living  out- 
side the  region.  By  mobilizing  and  increasing 
coordination  among  influential  actors  in  can- 
cer control  and  by  enhancing  leadership  skills 
among  Appalachian  populations,  ALIC  has 
the  potential  to  help  institutionalize  local, 
state,  and  regional  support  for  cancer  preven- 
tion and  control  activities.  Such  ongoing 
support  would  help  maximize  the  limited 
resources  available  in  the  region.  The  de- 
mands of  ALIC  project  planning  and  evalua- 
tion will  stimulate  the  collection  of  data  need- 
ed to  address  gaps  in  our  knowledge  of  cancer 
and  related  health  issues  in  Appalachia. 

Another  important  role  of  networks  sup- 
ported by  programs  such  as  ALIC  is  to  pro- 
vide feedback  that  will  help  NCI  develop 
and  prioritize  initiatives  for  cancer  control 
research.  ALIC  projects  are  forming  alliances 
to  share  data  with  established  cancer  registries 
in  Appalachian  states  and  to  help  establish 
tumor  registries  for  Appalachian  areas  of 
states  where  no  data  on  the  incidence  of 
cancer  currently  exist.  These  data,  along 
with  information  concerning  risk  behaviors 


as  well  as  workplace  and  environmental  expo- 
sures in  Appalachia,  will  help  delineate  the 
problem  of  cancer  in  the  region  and  perhaps 
shed  light  on  related  issues  in  other  rural, 
economically  distressed,  and  medically  under- 
served  areas.  ALIC  projects  will  help  further 
our  knowledge  about  developing  community- 
based  cancer  control  coalitions  as  well  as 
designing  successful  strategies  for  cancer 
control  intervention. 

Programs  such  as  ALIC  constitute  an  impor- 
tant component  of  cancer  prevention  and 
control.  While  biomedical  researchers  work 
to  expand  our  understanding  of  the  causes, 
natural  history,  and  treatment  of  cancer,  NCI's 
leadership  initiatives  seek  to  involve  informed 
and  concerned  individuals  and  organizations 
in  iinpr()\  ing  the  health  of  tlicir  communities. 
Healthy  People  2000,  a  comprehensive  blue- 
print for  health  promotion  and  disease  pre- 
vention, acknowledges  that  one  of  the  prima- 
ry challenges  of  this  national  effort  is  to  com- 
bine the  strength  of  scientific  knowledge,  pro- 
fessional skill,  indi\  idiial  commitment,  and 
community  support  in  efforts  to  improve  the 
public  health.  ALIC  has  the  potential  to 
achieve  this  goal. 

This  monograph  represents  a  year  of  plan- 
ning and  collaboration  by  ALIC  project  staff 
as  well  as  key  actors  in  Appalachia  and  in  the 
field  of  cancer  control.  It  is  hoped  that,  during 
the  next  four  years  of  the  program,  ALIC  will 
continue  to  build  new  partnerships,  fortify 
and  expand  existing  resources,  and  stimulate 
community  outreach  efforts  on  behalf  of 
cancer  prevention  and  control  in  Appalachia. 

Peter  G.  Greenwald,  M.I). 

Director 

Division  of  Cancer  Prevention  and  Control 
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INTRODUCTION 


Richard  A.  Couto 


Cancer  is  so  common  an  illness  among 
Americans  that  an  estimated  one  in 
three  Americans  now  living  will  have 
cancer  in  their  lifetimes.  Cancer  is  not  one 
disease  but  a  constellation  of  more  than  100 
different  diseases,  each  characterized  by  the 
uncontrolled  growth  and  spread  of  abnormal 
cells  (U.S.  Department  of  Health  and  Human 
Services  1991).  In  some  cancers,  abnormal 
cells  eventually  may  proliferate  sufficiently  to 
interfere  with  some  vital  function  of  a  body 
organ  and  produce  death.  Cancer  is  costly  as 
well  as  common.  In  1982,  cancer  cost  an  esti- 
mated $72.5  billion  (Rice  et  al.  1985).  Cancer 
is  also  preventable.  We  can  reduce  the  risk  for 
many  of  the  more  than  1  million  new  cases  of 
cancer  that  occur  annually.  For  these  reasons, 
cancer  is  a  target  for  disease  prevention  and 
health  promotion.  This  monograph  examines 
the  Appalachia  Leadership  Initiative  on 
Cancer  (ALIC)  and  its  plan  to  prevent  cancer 
and  promote  health. 

Disease  prevention  requires  social  change. 
Social  change  requires  the  participation  and 
commitment  of  those  for  whom  the  change 
is  intended.  Thus,  the  process  and  purpose 
of  ALIC  center  on  the  creation  of  community 
coalitions.  This  monograph  provides  back- 
ground information,  rationale,  and  methods 
related  to  creating  and  maintaining  commu- 
nity coalitions  to  reduce  the  risk  of  cancer 
among  residents  of  the  Appalachian  region.  It 
offers  information  on  community  coalitions 


from  an  array  of  perspectives  and  activities 
within  cancer  prevention  and  control  efforts. 
The  monograph  also  offers  an  overview  of  the 
context  in  which  this  work  takes  place.  It 
describes  related  efforts  to  effect  social  change 
in  the  Appalachian  region  and  elsewhere  as 
well  as  specific  experience  with  other  cancer 
prevention  programs. 

The  American  Health  Care  Crisis 

Although  specific  to  the  Appalachian 
region,  ALIC  addresses  national  problems.  For 
example,  perhaps  no  word  is  used  more  often 
in  describing  the  American  health  care  system 
than  "crisis."  The  three  measures  that  we  ordi- 
narily use  to  assess  a  health  care  system — 
access,  cost,  and  quality — all  seem  to  be  in 
an  unsatisfactory  state.  An  increasing  number 
of  Americans,  estimated  in  1992  at  35  million, 
have  no  medical  insurance  {Wall  Street  Journal 
1992).  This  financial  barrier  to  accessing 
health  care  is  compounded  by  another  barrier, 
a  paucity  of  health  care  providers  in  many 
rural  and  urban  areas.  The  cost  of  health  care 
has  spiraled.  It  has  increased  faster  than  10 
percent  annually  from  1987  to  1991.  In  1970, 
we  spent  $74.4  billion  or  $346  per  American 
on  health  care.  Twenty  years  later,  we  spent 
$675  billion  or  $2,601  per  person  (Boring 
et  al.  1991).  Despite  these  huge  sums  and 
increased  spending,  Americans  lag  behind 
comparable  industrial  nations  in  most  mea- 
sures of  well-being.  Indeed,  statistics  on  infant 
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mortality  from  our  inner  cities  shamefully 
lag  behind  the  measures  of  some  developing 
nations. 

The  American  health  care  system  is  in  crisis 
because  these  unsatisfactory  measures  are 
related.  More  and  more  Americans  are  without 
medical  insurance  because  the  increased  costs 
of  medical  care  drive  up  the  cost  of  insurance 
premiums  and  more  employers  either  with- 
draw medical  insurance  as  part  of  their 
employees'  benefit  package  or  curtail  the  cov- 
erage they  provide.  One  of  the  many  factors 
fueling  the  increased  costs  of  medical  care  is 
the  heavy  reliance  on  expensive,  advanced 
technologies  to  treat  diseases.  In  barest  out- 
line, our  health  care  crisis  entails  a  sophisticat- 
ed drug-  and  hospital-based  system  of  illness 
treatment  that  has  stretched  the  capacity  of 
the  American  people,  businesses,  and  govern- 
ment to  finance. 

The  sense  of  crisis  has  stimulated  searches 
for  solutions,  including  less  expensive  inter- 
ventions to  prevent  illness.  Vlany  of  the  con- 
ditions by  which  we  measure  health  can  be 
improved  without  costK'  medical  interven- 
tions. Adequate  prenatal  care,  for  example, 
reduces  the  risk  of  low  birth  weights,  their 
complications,  and  their  attendant  medical 
and  human  costs.  Similarly,  low-fat  diets, 
exercise,  and  tobacco  abstinence  can  reduce 
personal  risk  for  debilitating  illness  and  hnan- 
cial  risk  for  extensive  medical  care.  These  are 
some  of  the  reasons  for  the  current  emphasis 
on  disease  prevention  and  health  promotion. 

The  effectiveness  of  these  preventive  and 
promotional  measures  depends  on  reaching 
those  individuals  who  run  the  greatest  risk  for 
unnecessary  illness  and  premature  mortality. 
ALIC  proposes  to  reach  one  set  of  people  at 
risk  for  preventable  cancer.  In  these  efforts, 
ALIC  is  part  of  a  national  effort  to  improve 
the  health  of  all  Americans,  to  reduce  the 
costs  of  unnecessary  illness,  and  to  reduce 
the  number  of  expensive  treatments  for  ill- 
ness. This  monograph  provides  background 
and  a  starting  point  for  ALIC. 


ALIC  Background 

ALIC^  is  a  new  iniiiiitiw  of  the  longstanding 
commitment  of  the  National  Cancer  Institute 
to  prexent  and  control  cancer.  Studies  have 
shown  that  some  groups  have  higher  rates  and 
risks  of  cancer  than  others.  Consequently,  NCT 
created  several  outreach  programs  to  reduce 
the  risks  of  cancer  among  specific  groups  of 
Americans.  IticNcitional  HLick  Leadership 
Initiative  on  Cancer  (NBLIC)  was  the  first,  the 
National  Hispanic  Leadership  Initiative  on 
Cancer  was  the  second,  and  the  Appalachia 
Leadership  Initiative  on  Cancer  is  the  third. 

By  1992,  NBLIC  had  created  a  network  of 
concerned  and  acti\e  African-American  lead- 
ers throughout  the  country  to  help  organize, 
Implement,  and  support  cancer  prevention 
programs  at  the  national  and  local  levels. 
The  Philadelphia  NBLIC,  for  example,  played 
a  major  role  in  deterring  the  R.j.  Reynolds 
Tobacco  Company  troiii  marki^'ting  Uptown 
cigarettes  to  African  Americans.  NBLIC  has 
established  SO  community  cancer  coalitions 
nationwide,  and  additional  coalitions  are 
being  formed.  It  has  directly  or  indirectly 
reached  IS  to  20  million  African  Americans, 
or  SO  to  60  percent  of  the  national  African- 
American  population.  Based  on  the  success 
of  NBLIC,  NCI  developed  a  similar  initiative 
for  the  Hispanic  population,  starting  in  1992. 

ALK:  differs  from  these  preceding  outreach 
efforts.  Proceeding  from  a  geographic  defini- 
tion rather  than  from  racial  or  ethnic  charac- 
teristics of  a  group,  ALIC  is  targeted  to  the 
residents  of  rural  areas  of  the  Appalachian 
region — in  particular,  the  low-income  resi- 
dents of  these  areas. 

Appalachia  is  largely  rural  with  nearly  two- 
thirds  of  its  399  counties  classified  as  rural. 
Thirty-five  percent  of  Appalachian  counties 
are  categorized  as  distressed  or  severely  dis- 
tressed by  the  Appalachian  Regional 
Commission  based  on  1988  measures  of  per 
capita  income,  unemployment,  and  levels  of 
poverty.  Many  counties  also  have  shortages  of 
health  services.  According  to  the  U.S.  Health 


Resources  and  Services  Administration,  more 
than  85  percent  of  Appalachian  counties  con- 
tain one  or  more  areas  designated  medically 
underserved  and  more  than  65  percent  of 
Appalachian  counties  contain  one  or  more 
primary  medical  care  Health  Professional 
Shortage  Areas,  as  Chapter  4  explains. 

In  selecting  Appalachia  as  a  regional  target 
for  cancer  control,  ALIC  affirms  the  long- 
standing scientific  evidence  that  risk  for  pre- 
ventable illness  and  premature  mortality  is 
higher  for  individuals  with  low  incomes  and 
low  levels  of  education.  These  characteristics 
are  concentrated  among  racial  and  ethnic 
groups.  They  also  are  concentrated  in  some 
geographic  areas,  such  as  some  portions  of 
Appalachia  and  American  inner  cities. 
Although  it  differs  by  its  geographic  focus, 
ALIC  continues  the  pattern  of  preceding  out- 
reach and  leadership  initiative  programs  to 
target  groups  at  high  risk  for  preventable 
cancer  and  avoidable  mortality. 

ALIC's  goals  are  similar  to  those  of  the  other 
outreach  efforts  of  NCI.  Specifically,  ALIC 
intends  to: 

►  Reduce  cancer  incidence  and  mortality 
and  to  improve  survival  rates  in  Appalachia; 

►  Prevent  future  cancer  incidence  and  mor- 
tality rate  increases; 

►  Reduce  barriers  preventing  Appalachians 
from  gaining  access  to  quality  cancer  control 
services  and  referral  to  appropriate  screening, 
diagnostic,  and  therapeutic  cancer  programs; 
and 

►  Stimulate  greater  participation  of 
Appalachians  in  community  cancer  control 
outreach  programs. 

To  achieve  these  goals,  ALIC  will  establish 
a  structure  for  the  delivery  of  cancer  control 
outreach  activities  to  Appalachian  communi- 
ties through  the  work  of  four  projects  funded 
for  a  5-year  period.  Each  project's  objective 
will  be  to: 

►  Develop,  disseminate,  and  support  effec- 
tive cancer  control  intervention  programs 
and  strategies  in  Appalachian  communities; 


►  Stimulate  participation  of  Appalachian 
community  leaders  (lay  and  professional) 
as  members  of  community  cancer  control 
coalitions; 

►  Stimulate  cancer  control  research  in 
Appalachia;  and 

►  Evaluate  the  effectiveness  of  this 
initiative. 

Four  institutions  were  awarded  cooperative 
agreements  in  September  1992  to  support 
and  carry  out  ALIC  projects  in  four  areas  of 
Appalachia.  Audrey  N.  Maretzki,  Ph.D.,  pro- 
fessor of  food  science  at  Pennsylvania  State 
University,  will  direct  the  ALIC  project  in 
Appalachian  Maryland,  New  York,  and 
Pennsylvania  through  the  Cooperative 
Extension  Service.  Fred  R.  Butcher,  Ph.D., 
director  of  the  Mary  Babb  Randolph  Cancer 
Center  at  West  Virginia  University,  will 
direct  the  ALIC  project  in  West  Virginia  and 
Appalachian  Ohio.  Gilbert  H.  Friedell,  M.D., 
director  of  cancer  control,  Lucille  Parker 
Markey  Cancer  Center  at  the  University  of 
Kentucky  Medical  Center,  will  direct  the 
ALIC  project  in  eastern  Kentucky,  eastern 
Tennessee,  and  southwestern  Virginia.  Finally, 
Barbara  K.  Garland,  Ph.D.,  M.PH.,  rural  health 
program  coordinator  for  the  North  Carolina 
Cooperative  Extension  Service  at  North 
Carolina  State  University,  will  direct  the  ALIC 
project  in  Appalachian  portions  of  Georgia, 
North  Carolina,  and  South  Carolina.  Each 
project  involves  the  cooperation  of  other 
key  actors  in  cancer  control,  as  explained  in 
Section  III.  Together,  these  projects  propose 
to  work  in  218  of  Appalachia's  266  rural 
counties.  Funding  for  comparable  work  in 
Appalachian  Alabama  and  Mississippi  is  still 
being  sought. 

Purpose  of  this  Monograph 

The  primary  purpose  of  this  monograph  is 
to  provide  prospective  coalition  members  with 
information  about  ALIC,  the  four  projects  it  is 
supporting,  their  proposed  activities,  and  prin- 
ciples of  effective  coalition  building.  For 
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example,  the  effectiveness  of  community 
coalitions  depends  on  the  informed  participa- 
tion of  community  leaders.  This  monograph 
conveys  some  of  the  information  that  pro- 
spective coalition  members  will  need.  In  addi- 
tion, policymakers,  media  representatives,  and 
other  participants,  who  are  central  to  the  suc- 
cess of  community  coalitions,  will  find  useful 
information  on  ALIC,  Appalachia,  the  region's 
health  care  needs,  the  context  of  health  pro- 
motion and  cancer  control  nationally,  and 
the  principles  of  good  practice  of  community 
coalition  building  and  action. 

This  monograph  provides  a  measure  of 
ALlC's  starting  point.  It  incorporates  state- 
ments of  the  ALIC  project  staff  about  the 
problems  they  intend  to  address  and  how 
they  intend  to  address  them.  Ihe  first  year 
of  the  ALIC  program  is  for  planning.  Conse- 
quently, the  preliminary  statements  found  in 
this  monograph  will  change  as  project  staff 
acquire  new  information  and  modify  their  ini- 
tial plans  accordingly.  Thus,  this  monograph 
deals  with  ALIC  in  a  prospective  manner.  A 
subsequent  report  or  monograph,  developed 
later  in  the  ALIC  program,  will  provide  a  retro- 
spective analysis  and  lessons  learned  from  the 
individual  projects. 

The  monograph  also  provides  sonic  initial 
direction  for  ALIC.  The  development  of  the 
ALIC  projects  and  the  monograph  has  been 
interactive.  Not  only  have  project  staff  con- 
tributed to  and  reviewed  the  monograph's 
chapters,  they  have  met  with  other  chapter 
contributors  and  discussed  the  monograph 
with  other  reviewers.  In  this  way,  the  ideas  of 
the  monograph  have  been  integral  to  the  first 
year  of  planning  for  ALIC.  Project  staff  dis- 
cussed with  peer  reviewers  the  content  of  each 
chapter.  These  discussions  made  clear  what 
the  project  staff  needed  and  illustrated  the 
problems  and  prospects  of  coalition  work. 

Outline  of  this  Monograph 

Section  1  provides  the  Appalachian  context 
for  ALIC.  Chapter  1  provides  an  introduction 


to  the  region.  It  offers  a  geographic  definition 
of  the  region  created  by  the  Appalachian 
Regional  Commission  (ARC)  in  1965,  a  brief 
history  of  other  definitions,  and  a  review  of 
studies  of  Appalachia,  including  recent  inter- 
pretations of  Appalachian  culture.  Chapter  2 
offers  an  overview  of  socioeconomic  trends 
and  issues  within  the  region.  Although 
Appalachia  often  is  treated  as  a  region  set 
apart,  this  chapter  relates  Appalachia  to  trends 
and  issues  prevalent  in  the  .American  econoFiiy 
as  a  whole.  Chapter  3  examines  indicators  of 
health,  morbidity,  and  mortalit\  in  tlu' 
Appalachian  region,  incliKJing  the  relative 
risk  of  Appalachian  residents  for  some  illness- 
es. Many  statistics  offered  in  this  chapter 
were  collected  and  anahzed  especialK'  for  this 
monograph  and  are  reported  here  for  the  first 
time.  Chapter  4  reports  on  programmatic 
reforms  in  health  care  and  identifies  various 
programs  to  provide  and  train  health  person- 
nel and  programs  in  the  region.  The  chapter 
also  outlines  current  health  needs  in 
Appalachia  and  the  gaps  in  the  health  care 
infrastructure.  Chapter  S  distills  lessons  from 
the  array  of  comnuinity  organizing  efforts  in 
the  region.  .Appalachia  has  hosted  a  range  of 
citizen  action  groups  and  community  organi- 
zations that  are  exemplary  to  the  nation. 
Their  actions  and  their  lessons  proxide  an 
important  context  for  coniniunit\-based 
coalition  programs  such  as  ALIC. 

Section  II  discusses  specific  elements  of  the 
context  and  precedents  of  .ALIC.  CTiapter  6 
familiarizes  readers  with  the  rationale  and 
specifics  of  a  national  health  promotion  strat- 
egy expressed  in  Healthy  People  2000  (U.S. 
Department  of  Health  and  Human  Services 
1991).  It  focuses  on  the  objectives  and  inter- 
ventions regarding  cancer.  This  chapter  also 
indicates  baseline  measures  for  the  nation, 
compared  with  measures  for  .Appalachia,  and 
the  need  to  improve  both  sets  of  measures. 
Chapter  7  discusses  the  relation  of  socioeco- 
nomic status  and  the  relative  risks  of  cancer 
with  respect  to  rural  areas  of  .Appalachia. 


Chapter  8  discusses  the  increased  emphasis 
on  coalition  interventions  in  health  and  other 
programs,  the  rationale  for  coalition  interven- 
tions, some  principles  of  practice,  and  the  par- 
ticular challenges  that  rural  areas  pose  for 
coalition  efforts.  Chapter  9  goes  beyond  theo- 
ry to  discuss  the  practice  and  lessons  of  coali- 
tion building  for  health  promotion  and  dis- 
ease prevention.  Outreach  programs  of  NCI, 
such  as  the  American  Stop  Smoking 
Intervention  Study  for  Cancer  Prevention 
(ASSIST),  offer  valuable  lessons  in  conducting 
community-based,  problemsolving  interven- 
tions, as  this  chapter  explains.  NCI's  model 
of  community  intervention  also  is  described. 
Chapter  10  surveys  efforts  by  health  care 
activists  to  reform  health  care.  In  particular, 
the  chapter  examines  advocacy  and  activist 
groups  organized  around  breast  and  reproduc- 
tive cancers  to  describe  the  ways  in  which 
women  have  become  more  active  consumers 
of  health  care  and  informed  participants  in 
health  care  policy. 

Section  III  presents  the  plans  of  each  of  the 
four  ALIC  projects.  In  particular,  these  chap- 
ters outline  the  promise  of  coalition  building 
and  the  problems  of  cancer  within  the  region. 
Chapters  11  through  14  describe  the  starting 
points  of  the  four  projects  and  the  strategies 
and  tactics  that  each  ALIC  project  proposes  to 
achieve  the  goals  and  objectives  of  ALIC. 

The  monograph  concludes  with  a  brief  sum- 
mation of  the  implicit  and  explicit  principles 
of  good  practice  in  coalition  building  for 
health  promotion.  These  principles  will  serve 
as  premises  for  the  initial  stages  of  ALIC  and 
the  methods  to  be  tested  and  reformulated  by 
its  experience. 

At  the  end  of  each  chapter,  there  is  a  box 
containing  some  lessons  and  advice  for  ALIC 
participants  based  on  the  chapter  material. 

The  appendices  provide  supporting  informa- 
tion. Appendices  A  and  B  provide  a  set  of  mea- 
sures, frequently  referred  to  in  the  chapters  of 
Section  I,  for  each  Appalachian  county.  There 
are  occasional  modest  differences  between  the 


values  presented  in  the  chapter  tables  and 
those  in  Appendices  A  and  B,  due  to  the  use  of 
different  data  sets.  Appendix  C  describes  the 
process  of  developing  this  monograph  and 
may  be  of  special  interest  to  readers  who  deal 
with  program  development  and  implementa- 
tion. We  offer  the  valuable  lessons  we  have 
acquired  in  our  efforts  to  integrate  research 
and  program  development.  We  often  realized 
that  in  producing  this  monograph  we  were 
replicating  the  process  of  coalition  building, 
including  its  frustrations  and  rewards.  The 
resources  listed  in  Appendix  D  offer  a  selected 
set  of  public  and  private  agencies  and  organi- 
zations that  are  sources  of  additional  informa- 
tion on  Appalachia,  cancer  prevention  and 
control,  and  other  public  health  issues. 
Appendix  E  offers  a  list  of  acronyms,  and 
Appendix  F  explains  how  urban  and  rural 
counties  are  defined  in  this  monograph. 

Problems  and  Prospects  of 
Community  Coalitions 

Constructing  community  coalitions  pre- 
sents several  problems,  some  of  which  are 
explicit  and  others  implicit  in  this  mono- 
graph. It  may  be  useful  for  readers  to  consider 
that  some  organization  leaders  imagine  them- 
selves outside  the  system  they  intend  to 
change,  pulling  at  the  boundaries  of  that  sys- 
tem to  stretch  it  to  meet  needs  and  issues  that 
are  not  covered.  Other  organization  leaders 
imagine  themselves  within  a  system  they 
intend  to  change  and  push  at  the  boundaries 
of  that  system  to  stretch  it  to  extend  to  needs 
and  issues  that  are  not  covered.  Chapter  9 
describes  some  "push"  coalitions  within  the 
programs  of  NCI.  Chapters  5  and  10  illustrate 
coalitions  that  pull  at  the  boundaries  and 
demand  change  of  those  within  the  system 
and  coalitions  that  develop  alternatives  to  the 
system.  The  prospects  for  community-based 
coalitions  are  enhanced  by  the  common 
ground  on  which  those  pulling  and  those 
pushing  at  the  boundaries  stand  and  because 
they  are  both  working  to  move  the  boundaries 
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in  roughly  the  same  direction.  The  uneven 
speed  at  which  groups  may  push  or  pull  the 
boundaries  sometimes  creates  conflict  among 
the  groups.  That  conflict  dissipates  the  energy 
that  might  have  gone  into  moving  the  bound- 
aries at  any  speed. 

Several  problems  lie  within  the  prospects  of 
community-based  coalitions  such  as  the  ALIC 
projects.  First  of  all,  the  consensus  on  grass- 
roots approaches  to  empowerment  conceals 
many  differences  among  the  people  who  use 
these  terms.  Boundary  pushers  (those  within 
the  system)  and  boundary  pullers  (those  who 
see  themselves  as  outside  the  system)  general- 
ly have  different  standards  for  representation 
and  participation  of  people  to  be  served  b\ 
change.  Boundary  pullers  are  likely  to  want 
direct  representation  and  full  participation  by 
as  many  individuals  and  groups  affected  by  a 
program  as  possible.  They  are  likely  to  exam- 
ine new  programs  for  their  potential  to  serve 
as  free  spaces  that  develop  people  as  partici- 
pants in  a  democratic  society,  as  explained  in 
Chapter  5.  Boundary  pushers  are  more  willing 
to  settle  for  indirect  representation  of  affected 
individuals  and  groups  and  for  advocacy  for 
them  by  people  deemed  capable  of  speaking 
for  those  affected.  They  are  likely  to  examine 
new  programs  for  their  potential  to  change, 
incrementally,  institutional  practices  and 
programs,  as  explained  in  Chapter  9. 

Empowerment  also  is  viewed  differently  by 
boundary  pullers  and  pushers.  For  boundary 
pullers,  empowerment  probably  means  some 
change  in  resource  distribution  and  power 
relationships.  For  boundary  pushers,  empow- 
erment more  likely  means  advocacy  for  those 
in  need  and  changes  in  professional  attitudes 
but  not  changes  in  the  power  relations  embed- 
ded in  professional  roles.  The  suggestions 
offered  in  Chapters  5,  8,  and  10  take  into 
account  some  of  the  differences  likely  to  be 
found  among  coalition  members.  Chapter  9 
suggests  that  there  are  differences  among 
members  of  coalitions  and  networks  of  bound- 
ary pushers  or  boundary  pullers  and  not  mere- 
ly between  them.  These  differences  simply 


exacerbate  the  problems  for  coalitions  that 
attempt  to  combine  groups  of  boundary  push- 
ers and  boundary  pullers  that  differ  among 
themselves.  The  suggestion  embedded  in  this 
observation  is  that  coalition  organizers  and 
members,  whether  boundarN  pushers  or 
boundary  pullers,  renidin  inindtul  of  and 
sensitive  to  their  differences  with  other 
groups  and  among  members  of  those  groups. 

There  are  additional  problems  in  attempting 
to  integrate  all  or  e\  en  most  elements  of  the 
chapters  of  this  inonograpli,  just  as  the  ele- 
ments of  a  coalition  may  not  alwa\s  fit.  Some 
chapters  emphasize  the  research  nature  of 
AI.IC;  these  are  written  by  people  close  to  NCI 
who  also  view  ALIC  as  a  bottom-up  approach. 
Other  chapters  emphasize  the  service  nature 
of  ALIC;  these  are  written  by  Appalachia 
watchers  who  are  inclined  to  explain  ALIC  as 
a  top-down  program.  The  chapters  of  Section 
111  straddle  these  differences  with  tactics  such 
as  action  research  and  participatory  research. 

Another  set  of  problems  for  ALIC  coalitions 
relates  to  what  is  not  known  about  the  condi- 
tion to  be  addressed  and  the  resources  to  use. 
Large,  significant  gaps  exist  in  our  knowledge 
about  Appalachian  health  conditions,  as 
Chapter  3  reports,  and  about  the  relation  of 
socioeconomic  status  and  cancer,  as  Chapter  7 
explains.  These  gaps  appear  in  the  descrip- 
tions of  each  of  the  projects  in  Chapters  1 1 , 
12,  13,  and  14  and  contribute  to  some  initial 
vagueness  about  specific  intervention  strate- 
gies, intended  outcomes,  and  evaluation 
procedures.  The  ALIC  program  wisely  provid- 
ed for  a  year  of  planning  because  of  these 
gaps.  In  addition,  ALIC  addressed  the  problem 
of  information  with  a  specific  goal  to  stimu- 
late cancer  control  data  collection  and 
research  efforts. 

Any  program  like  ALIC  also  must  contend 
with  the  problems  of  what  is  known  about 
Appalachia,  health,  and  health  resources  as 
well  what  is  not  known  about  them.  For 
example.  Chapters  1  and  3  explain  the 
errors  of  some  accepted  knowledge  about 
Appalachian  culture.  These  chapters  and 


the  others  of  Section  I  treat  the  Appalachian 
region  as  a  rural  area  within  the  overall 
American  economy  and  health  care  system. 
They  relate  the  problems  of  Appalachia  to 
American  issues  rather  than  to  characteristics 
of  people  in  the  region.  Yet  pejorative  views  of 
the  people  of  the  region  abound  and  are  used 
to  explain  the  conditions  of  poverty  and  need 
in  Appalachia.  Coalitions  are  likely  to  have 
members  with  strong  and  conflicting  interpre- 
tations about  the  origins  of  Appalachian  prob- 
lems. Chapters  1,  3,  and  5  warn  that  conflict- 
ing interpretations  exist  even  as  they  explain 
the  region's  needs  in  political,  not  personal, 
terms.  On  the  other  hand,  the  chapters  of 
Section  III  that  explain  ALIC  projects  allay 
some  of  the  worst  fears  about  a  program 
imposed  from  a  distant  place  to  test  some 
new  theory.  Although  ALIC  fits  this  descrip- 
tion in  some  ways,  it  is  premised  on  the 
redeeming  belief  that  local  representative 
coalitions  probably  know  best  the  economics 
of  the  local  area  and  the  resources  of  the  local 
people.  The  ALIC  projects  place  trust  in  that 
local  knowledge  rather  than  in  a  possibly 
errant,  common  understanding  inappro- 
priately applied  to  a  diverse  region  with 
very  different  communities  and  needs. 

In  addition,  what  we  know  about  socioeco- 
nomic status  and  health  may  be  a  problem. 
As  Chapters  6  and  7  explain,  we  know  more 
about  personal  behavior  risks  for  cancer  and 
other  illnesses.  We  know  that  smoking,  alco- 
hol consumption,  and  fatty  diets  increase  risks 
for  illness,  including  some  cancers,  and  are 
more  prevalent  among  low-income  groups. 
Based  on  this  knowledge,  ALIC  project  coali- 
tions may  be  tempted  to  intervene  to  change 
personal  behaviors.  However,  Chapter  7 
explains  that  poverty  is  an  antecedent  and 
background  factor  for  higher  rates  of  illness 
in  general.  The  relationships  of  socioeconomic 
status  to  several  dimensions  of  health  are 
complicated  and  cannot  be  reduced  to  "one 
big  factor,"  not  even  health  risk  behaviors. 

Similarly,  we  know  that  socioeconomic 
status  is  related  to  access  to  health  care  and 


that  access  affects  late  diagnosis  of  cancer  and 
contributes  to  higher  cancer  mortality  rates 
among  poor  people.  We  also  know,  based  on 
studies  reviewed  in  Chapter  7,  that  it  is  not  a 
matter  of  access  alone  but  also  the  forms  of 
health  care  to  which  people  have  access  that 
influence  their  health,  including  their  risks  of 
and  treatment  for  cancer.  Consequently,  the 
health  care  programs  described  in  Chapter  4 
would  seem  as  important  to  ALIC  coalition 
efforts  as  behavioral  changes.  Similarly,  back- 
ground factors  associated  with  poverty  influ- 
ence cancer  rates.  Chapter  7  identifies  educa- 
tion, form  of  employment,  nutritional  status, 
living  standard,  and  social  support  system  as 
factors  related  to  poverty  with  bearing  on  the 
incidence  and  mortality  of  cancer. 

These  systemic  factors  suggest  that  changes 
in  the  health  care  system  and  social  welfare 
policy  have  direct  bearing  on  cancer  among 
those  in  poverty,  just  as  health  behaviors  do. 
Boundary  pullers  are  more  inclined  to  start 
with  systemic  factors — for  example,  environ- 
mental hazards  and  broad  elements  of  socioe- 
conomic status.  Boundary  pushers  are  more 
likely  to  begin  with  more  manageable  tasks 
that  are  more  immediately  related  to  specific 
goals  of  risk  reduction  and  illness  prevention 
and  control — for  example,  adapting  printed 
materials  to  the  appropriate  literacy  level  of  a 
target  group.  Boundary  pullers  are  inclined  to 
focus  on  factors  over  which  an  individual  has 
little  or  no  control  rather  than  on  individual 
behaviors  and  to  seek  changes  in  systems  and 
the  environment  that  impinge  on  health  and 
individual  control  over  it.  Boundary  pushers 
are  inclined  to  apply  personal  responsibility 
for  health  and  to  insist  on  the  need  for  behav- 
ioral change  as  well  as  systemic  change.  These 
differences  are  foreseeable  problems  for  coali- 
tion organization  and  maintenance. 

There  is  much  common  ground  here  and, 
consequently,  hope  for  success.  For  example, 
increased  access  to  health  resources  probably 
will  offer  all  coalition  members  a  mutually 
agreed-on  goal.  Chapter  4  addresses  the  prob- 
lem of  health  resources  in  the  Appalachian 
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region.  Chapter  5  points  out  organized  efforts 
to  address  background  issues  in  Appalachia. 
Chapter  7  suggests  how  the  lack  of  access  to 
health  care  resources  may  affect  cancer  inci- 
dence and  mortality.  Chapter  8  points  out  a 
plethora  of  community-based  coalitions  in  a 
wide  variety  of  problem  settings.  Chapter  9 
describes  programs  within  NCI  to  make  more 
and  better  resources  available  to  prevent  and 
control  cancer.  Chapter  10  suggests  how 
people  have  protested  the  lack  of  adequate 
resources  and  developed  needed  resources 
specific  to  cancer.  These  chapters  suggest 
that  agreement  on  the  nature  of  the  problem 
to  be  addressed  is  itself  a  problem.  It  is  a 
problem  that  ALIC  projects  intend  to  address 
in  their  first  year,  as  Chapters  11,  12,  1/5,  and 
14  explain. 

Conclusion 

If  the  solutions  to  resolve  America's  health 
care  crisis,  or  the  part  of  it  that  cancer  repre- 
sents, were  apparent,  undoubtedly  we  would 
have  applied  them  already.  Likewise,  if  we 
knew  how  to  end  the  chronic  poverty  of  some 
parts  of  the  Appalachian  region  and  its  related 
human  need,  we  certainly  would  have  done 
that  as  well.  Unfortunately,  there  are  no  sim- 
ple answers  to  either  of  these  problems. 
Combining  them  only  compounds  the 
difficult  search  for  answers. 

The  monograph  offers  thoughtful  discus- 
sion about  the  elements  of  a  successful 
strategy  to  prevent  and  control  cancer  in 
Appalachia.  Not  all  the  pieces  fit  together 
nicely.  The  Appalachian  region  is  huge  and 
diverse.  Safe  generalizations  about  the  region 
are  few  and  far  between.  What  may  be  true 
of  Appalachian  New  York  will  not  apply  to 
Appalachian  Georgia.  What  may  be  true  of 
one  county  in  eastern  Kentucky  may  not  be 
true  of  another.  Compounding  the  problem 
of  the  vast  area  of  the  region  and  its  diversity 
is  the  scant  information  we  have  about  health 
status  in  the  region,  including  specific  infor- 
mation on  cancer.  Problemsolving  interven- 


tions by  community-based  coalitions  offer 
one  common  element  ft)r  each  discussion. 
Even  here,  however,  the  discussions  begin 
with  different  assumptions  and  information. 
Some  authors  consider  the  ALIC  program  a 
bottom-up  approach;  others  see  it  as  a  top- 
down  approach.  This  view  depends  on  differ- 
ing assumptions  about  community,  class,  and 
professional  roles.  Some  contributors  discuss 
the  conte.xts  of  coalition  efforts  (e.g.,  regional 
and  national  programs)  and  problems.  Others 
discuss  coalition  building  from  the  perspective 
of  health  care  providers,  cooperative  exten- 
sion services,  established  community  organi- 
zations, and  others  through  less  formal 
community  leadership,  including  the  protests 
ot  health  care  and  other  activists. 

You  ma\'  not  tind  the  complete  answers 
to  important  questions  here,  but  you  will 
find  a  description  of  different  paths  that  peo- 
ple suggest  we  take  to  deal  with  one  element 
of  the  American  health  care  crisis.  We  present 
a  range  of  opinions  w  iiliin  one  set  of  alterna- 
tives related  to  coiiiiiuinily-based  coalition 
efforts  to  control  and  prevent  cancer.  Our 
purpose  is  to  inform  you  of  what  others  will 
do  and  to  invite  you  to  participate  in  making 
their  efforts  better  and  more  effective. 
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SECTION  1 


The  Lay  of  the  Land 


Where  is  Appalachia?  What  is 
Appalachia?  The  first  question 
is  straightforward,  but  its  answer 
will  surprise  most  readers.  Media  reports  on 
Appalachia  generally  focus  on  one  part  of 
Appalachia,  as  Chapter  1  explains.  The  official 
definition  of  Appalachia,  which  is  used  by 
the  Appalachian  Regional  Commission 
(Appalachian  Regional  Commission  1992), 
encompasses  399  counties  in  13  states  from 
New  York  in  the  North  to  South  Carolina, 
Georgia,  Alabama,  and  Mississippi  in  the 
South.  Media  attention  generally  focuses 
on  the  portion  of  this  region  that  is  now 
designated  Central  Appalachia.  What  is 
Appalachia?  This  is  a  far  more  difficult 
question  to  answer. 

The  chapters  of  this  section  spend  much 
effort  to  explain  that  Appalachia  is  not  what 
most  people  think.  Obviously,  these  chapters 
do  more  than  say  what  the  region  is  not. 
Chapter  1  offers  the  geographic  boundaries 
used  in  the  study  and  discussion  of 
Appalachia.  It  emphasizes  that  what  we  think 
about  Appalachia  has  a  lot  to  do  with  how  we 
know  about  the  region.  Appalachia  serves  as  a 
national  frame  of  reference  about  a  set  of  con- 
flicting American  experiences:  poverty  and 
abundant  natural  resources,  desperate  human 
need  and  exemplary  self-reliance.  Chapter  2 
further  explains  the  diversity  within  the  re- 
gion by  exploring  the  economy  of  the  region. 


Different  industries — coal,  steel,  textiles,  tim- 
ber, and  so  forth — have  concentrated  in  differ- 
ent parts  of  the  region  with  very  different 
results  for  the  wealth  of  the  region  and  areas 
within  it.  Appalachia  was  central  to  the  indus- 
trialization of  the  United  States,  and  Chapter 
2  explains  the  region's  current  economy  as  a 
reflection  of  the  American  postindustrial 
economy.  The  economic  conditions  and  chal- 
lenges of  the  Appalachian  area,  as  Chapter  2 
explains,  are  part  of  national  economic 
change  and  the  challenge  to  the  American 
social  welfare  system. 

Chapters  3  and  4  address  health  conditions 
in  the  Appalachian  region.  Chapter  3  offers  a 
broad  concept  of  health  that  incorporates  ele- 
ments of  community.  It  dispels  myths  and 
misconceptions  of  health  in  Appalachia  and 
then  offers  measures  of  health  status  in  the 
region.  The  maps  and  tables  of  Chapter  3  are 
original  to  this  volume  and  represent  new 
data  for  community-based  health  coalitions. 
Chapter  4  explains  the  resources  with  which 
health  coalitions  have  to  work.  This  chapter 
places  Appalachia  in  the  context  of  rural 
health  needs  and  resources  and  explains 
health  programs  that  restrict  or  provide  access 
to  health  providers.  Like  the  data  in  Chapter 
3,  the  analysis  in  Chapter  4  is  original  and 
provides  new  information  on  existing  health 
care  resources  in  the  Appalachian  region. 
These  two  chapters  offer  community-based 


12      The  Appiiliicliiii  I  ciiilcrship  Initiative  on  Cancer 


coalitions  a  point  of  comparison  between 
their  own  efforts  and  existing  health  care 
resources  in  Appalachia. 

The  success  of  community-based  coalition 
efforts,  such  as  the  Appalachia  Leadership 
Initiative  on  Cancer  (ALIC),  depends  on 
organized  effort  in  addition  to  resources. 
Chapter  5  provides  an  overview  of  commu- 
nity-led organized  efforts  for  change  in  the 
Appalachian  region  since  1960.  In  addition, 
the  chapter  distills  lessons  from  these  efforts 
that  are  applicable  to  the  coniiiuiiiity-based 
effort  that  ALIC  projects  represent. 

Taken  togetiier,  the  chapters  in  this  section 
offer  the  "lay  of  the  land"  for  community- 
based  coalition  efforts  to  improve  health 
care,  specificalK'  cancer  prevention  jiul 
control.  They  offer  generalizations  about 
the  Appalachian  region  and  cautions  about 
what  we  think  we  "know"  about  it.  They 
offer  new  measures  of  economic  need,  illness, 
and  health  care  resources  as  well  as  reflections 
about  the  organized  efforts  of  people  in  the 
region  to  improve  them.  Ihey  offer  the 
Appalachian  context  for  those  who  would 
undertake  to  improve  health  status  and  health 
care  in  the  region. 

Any  such  effort  would  join  a  rich  and  distin- 
guished tradition  of  health  care  inno\ation  in 
Appalachia.  For  most  of  the  20th  century,  the 
combination  of  human  need  and  economic 
change  has  stimulated  a  search  for  new  and 
effective  means  to  meet  the  health  care  needs 
of  people  in  the  region.  The  Frontier  Nursing 
Service  introduced  nurse  midwifery  to  eastern 
Kentucky  long  before  the  rest  of  America  was 
ready  to  accept  it.  The  coal  company  towns 
of  Kentucky,  Pennsylvania,  Virginia,  and 
West  Virginia  established  prepaid  health  care 
throughout  Appalachia.  After  World  War  II, 
"fee  for  service"  was  advocated  as  a  "reform" 
for  health  care  in  the  company  towns. 
Community  clinics,  started  in  the  1960s, 
pioneered  the  use  of  physician  assistants 


and  nurse  practitioners  to  provide  rural  health 
care.  Reimbursement  for  their  services  started 
within  the  region  and  extended  to  federal  pro- 
grams through  the  Rural  Health  Clinics  Act 
of  1978.  The  region  has  regularly  established 
practices  that  are  now  widely  accepted  as 
innovations  or  possible  reforms  for  the  prob- 
lems of  American  health  care. 

.Appalachia's  reforms  remained  in  the  fore- 
front after  World  War  11  as  well.  1  he  L'nited 
Mine  Workers  of  America  introduced  the  most 
generous  health  benefit  program  am  irulustri- 
al  union  has  e\er  undertaken.  Other  unions 
in  tlie  region  imitated  the  coal  miners  with 
extensive  insurance  coverage.  The  coal  miners 
went  further  and  established  health  resources, 
inekuling  the  first  toniprehensive  communil)' 
health  ser\  ices  clinics.  These  became  proto- 
types ot  the  conununitx  health  centers  thiJt 
sprang  up  in  .Appalachia  and  across  tiie  coun- 
try after  196S  when  federal  funding  became 
axailable  to  support  programs  to  develop  these 
centers  (Couto  19S.-{).  As  Chapter  4  indicates, 
the  region  has  mkhu  of  these  centers  operat- 
ing today.  Likewise,  the  region  current l\  is 
making  efforts  to  improve  maternal  and 
infant  health  through  the  use  of  trained 
outreach  workers  recruited  from  among 
communilN  residents  ((  Imton  l'-)92). 

ALIC  projects  continue  a  tradition  ot  health 
care  innovation  in  the  Appalachian  region. 
They  will  incorporate  the  principles  of  health 
promotic;n  efforts  by  community-based  coali- 
tions, disseminate  and  refine  those  principles, 
and,  midoubtedK,  innovate  otiier  principles. 
Like  any  continuation  of  tradition,  the  ALIC 
projects  will  build  on  the  remnants  of  reforms 
and  innovations  that  preceded  them  and  will 
collaborate  with  the  continuing  expression  of 
other  reforms  in  the  region  and  the  nation. 
The  chapters  of  this  section  offer  solid  ground 
to  understand  current  needs  and  resources  and 
to  undertake  innovation  within  a  tradition  of 
reform  and  change. 
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CHAPTER    1 


Appalachia 


Riclhinl  A.  (.onto 


The  Appalachian  region  lias  had  many 
different  boundaries.  Current!) ,  the 
Appalachian  Regional  Commission 
(ARC)  uses  a  specific  geopolitical  definition 
of  399  counties  in  13  states.  Previously,  social 
scientists  used  several  different  sets  of  bound- 
aries to  delineate  the  region.  In  addition  to 
geographic  boundaries,  Appalachia  denotes  a 
distinct  cultural  region  of  contradictory  and 
incorrect  popular  conceptions  focusing  on 
quilts,  dulcimers,  and  images  of  universal 
poverty  and  hardship.  .All  these  elements  of 
the  popular  conception  of  the  region  can  be 
found  in  Appalachia;  none  of  them  describes 
the  entire  region  or  all  the  people  who  live 
there.  These  cultural  images  offer  conflicting 
interpretations  of  the  region  but  only  a  small 
sense  of  the  diversity  to  be  found  there.  It  is 
difficult  to  make  a  safe  generalization  about 
the  Appalachian  region.  This  chapter  offers  an 
overview  of  the  region  that  explains  why  gen- 
eralizations are  difficult.  It  examines  geo- 
graphic and  cultural  boundaries  of  Appalachia 
and  offers  an  analytical  framework  to  under- 
stand cultural  representations  of  the  region. 

Defining  the  Geographic  Regions 

Different  researchers  have  used  various  geo- 
graphic boundaries  for  the  region.  Early  soci- 
ologists, like  Campbell  (1921)  and  Kephart 
(1913),  established  boundaries,  such  as  the 
southern  highlands,  that  united  a  group  of 
people  with  some  common  cultural  character- 
istics. Kephart's  study  incorporated  an  uncer- 


tain number  of  counties  in  the  Great  Smoky 
Mountains  region  of  North  Carolina,  Georgia, 
and  Tennessee.  Campbell's  study  offered  a 
much  broader  definition — 210  counties  in  9 
states  extending  north  of  Kephart's  region.  A 
1960  study  by  the  Maryland  Department  of 
Economic  Development  expanded  the  bound- 
aries of  the  region  to  1  1  states  from  New  ^ork 
to  Alabama  (Ford  1962).  A  survey  conducted 
by  Ford  (1962)  included  205  counties  in  just 
6  states.  By  the  mid-1960s,  a  half-century 
of  analysis  had  provided  several  different 
geographic  boundaries  for  Appalachia. 

In  1965,  the  Appalachian  Regional 
Development  Act,  which  created  the 
Appalachian  Regional  Commission  (ARC), 
drew  the  boundaries  of  the  region  once  again. 
These  boundaries,  the  most  expansive  to  date, 
have  become  widely  accepted.  They  follow  the 
spine  of  the  Appalachian  Mountains  from  the 
southern  tier  of  New  York  counties  to  a  tier  of 
northeast  Mississippi  counties.  The  region  in 
1993  encompassed  399  counties  and  13  states, 
including  all  of  West  Virginia  and  portions 
of  Alabama,  Georgia,  Kentucky,  Maryland, 
Mississippi,  New  York,  North  Carolina,  Ohio, 
Pennsylvania,  South  Carolina,  Tennessee, 
and  Virginia. 

The  current  dehnition,  like  that  of  .ARC, 
came  from  a  national  sense  of  acute  human 
need  within  a  region  and  a  national  commit- 
ment to  do  something  about  it.  It  also  resulted 
from  an  effort  of  state  and  congressional  lead- 
ers to  include  their  jurisdictions  in  an  area  of 
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special  federal  initiatives.  Federal  administra- 
tors welcomed  this  initiative.  They  built  much 
congressional  support  for  the  Appalachian 
Regional  Commission,  a  fledgling  agency  of 
the  Kennedy  administration,  which  was  a 
precursor  of  "War  on  Poverty"  programs  in 
the  1960s.  Geography  interacted  with  centers 
of  power  in  Washington,  D.C.,  to  push  the 
region's  boundaries  farther  and  farther. 
Initially,  the  ARC  region  included  only  1 1 
states.  New  York  was  added  because  it  was 
contiguous.  Mississippi  was  added  also 
because  it  was  contiguous  and  contained 
two  senior  U.S.  senators  who  could  be  power- 
ful friends  to  a  federal  program  (Raitz  and 
Ulack  1984).  The  region  continued  to  change 
at  its  edges.  It  gained  one  Ohio  county  in 
1991  and  a  Mississippi  county  in  1992. 
Thus,  the  Appalachian  Mountains  are  only 


part  of  the  logic  of  this  broad  geographic  defi- 
nition. Other  parts  of  that  logic  include  eco- 
nomic similarities,  contiguity,  measures  of 
low  income  and  human  well-being,  and  con- 
gressional representation  of  26  senators  and 
59  members  of  the  House  of  Representatives. 
That  logic  continues  with  some  changes. 
The  region  now  has  60  House  members,  an 
increase  of  1  despite  slower  population  growth 
than  the  rest  of  the  nation.  Some  Appalachian 
states  lost  congressional  representation  (e.g.. 
New  York),  and  others  gained  (e.g.,  Georgia). 
More  than  25  years  of  programs  and  reports 
create  additional  reasons  to  accept  ARC's  geo- 
graphic boundaries.  In  addition,  local  political 
and  business  elites  in  399  counties  are  now 
organized  into  economic  development  areas 
and  provided  local  support,  giving  the  region 
an  additional  unique  feature.  In  some  ways. 
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this  geographic  definition  continues  former 
definitions  but  adds  specific  political  and 
administrative  criteria. 

Nearly  all  geographic  definitions  of 
Appalachia  encompass  an  area  with  diverse 
economies  and  populations  that  make  gener- 
alizations difficult,  arc's  definition  com- 
pounds this  difficulty.  It  includes  areas  that 
forged  the  heart  of  the  Industrial  Revolution 


with  steel  and  coal.  Areas  of  the  region 
demonstrated  the  possibility  of  mass  produc- 
tion of  goods  and  textiles  and  pioneered  in 
the  development  of  chemicals  and  plastics. 
Other  parts  of  Appalachia  witli  economic 
bases  of  agriculture  and  tourism  remain  only 
indirectly  touched  by  the  Industrial 
Revolution.  This  part  of  the  region  includes 
numerous  rural  counties  with  populations 
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*See  Appendix  F  for  definition  of  urban  county. 


this  geographic  definition  continues  former 
definitions  but  adds  specific  political  and 
administrative  criteria. 

Nearly  all  geographic  definitions  of 
Appalachia  encompass  an  area  with  diverse 
economies  and  populations  that  make  gener- 
alizations difficult.  ARC'S  definition  com- 
pounds this  difficulty.  It  includes  areas  that 
forged  the  heart  of  the  Industrial  Revolution 


with  steel  and  coal.  Areas  of  the  region 
demonstrated  the  possibility  of  mass  produc- 
tion of  goods  and  textiles  and  pioneered  in 
the  development  of  chemicals  and  plastics. 
Other  parts  of  Appalachia  with  economic 
bases  of  agriculture  and  tourism  remain 
only  indirectly  touched  by  the  Industrial 
Revolution.  This  part  of  the  region  includes 
numerous  rural  counties  with  populations 
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of  less  than  10,000.  On  the  other  hand,  the 
region  includes  Pittsburgh  and  Birmingham 
and  is  contiguous  to  other  major  metro- 
politan areas  including  Atlanta,  Cincinnati, 
Harrisburg,  Lexington,  Memphis,  and 
Montgomery.  Other  major  cities,  including 
Albany,  Baltimore,  Buffalo,  Cleveland, 
Columbus,  Nashville,  New  York,  Philadelphia, 
and  Washington,  D.C.,  are  within  an  hour's 
drive  of  ARC's  Appalachian  boundaries. 

Analysts  concede  the  diversity  within  the 
Appalachian  region  by  use  of  subregions: 
Northern,  Central,  and  Southern  Appalachia. 
The  northern  subregion  takes  in  most  of  the 
older  industrial  area  of  the  region  and  the 
nation,  including  all  the  Appalachian  coun- 
ties in  Maryland,  New  York,  Ohio,  and 
Pennsylvania.  In  addition,  counties  in  Virginia 
and  West  Virginia  are  included  in  Northern 
Appalachia.  Central  Appalachia,  the  smallest 
of  the  subregions,  includes  all  the  counties 
of  eastern  Kentucky  and  some  of  the 
Appalachian  counties  of  Tennessee,  Virginia, 
and  West  Virginia.  Southern  Appalachia 
includes  the  remainder  of  Appalachian  coun- 
ties of  Tennessee  and  Virginia  as  well  as  all 
the  Appalachian  counties  of  Alabama, 
Georgia,  Mississippi,  North  Carolina,  and 
South  Carolina.  As  discussed  later,  measures 
of  socioeconomic  well-being  and  the  econo- 
mies of  these  subregions  vary  widely.  There 
are  profound  differences  among  counties  in 
the  same  subregion  as  well. 

Another  distinction  among  the  counties  of 
Appalachia  involves  their  urban  or  rural  sta- 
tus. Appendix  F  provides  an  explanation  of 
how  urban  and  rural  counties  are  defined  in 
this  monograph.  Two  hundred  and  sixty-six 
counties  (67  percent)  of  the  region  are  rural. 
Thirty-two  percent  of  the  Appalachian  popula- 
tion resides  in  these  rural  counties,  whereas 
only  15  percent  of  the  total  U.S.  population 
lives  in  rural  counties.  Central  Appalachia  has 
the  fewest  number  of  urban  counties.  Figure  1 
offers  a  view  of  the  boundaries  of  Appalachia, 
delineates  the  urban  counties  of  the  region, 


and  sets  off  the  three  subregions.  Obviously, 
this  geographic  region  is  not  the  hidden, 
socioeconomically  homogeneous,  remote, 
and  distinct  region  that  may  reside  in  the 
popular  imagination. 

Demographics 

Population  changes  have  occurred  different- 
ly among  the  subregions  of  Appalachia.  The 
entire  region  increased  its  population  by  a 
mere  1.6  percent  from  1980  to  1990  com- 
pared with  a  national  increase  of  9.8  percent 
(Appendix  A).  Southern  Appalachia  increased 
its  population  during  this  period  by  9.4  per- 
cent— mostly  in  the  urban  counties,  which 
grew  by  10.8  percent  (Appendix  B).  These 
figures  obscure  the  incredible  growth  in 
suburban  Atlanta.  There,  the  population 
growth  of  one  county — Gwinnett  County — 
accounts  for  56  percent  of  all  of  Appalachia's 
increased  population  between  1980  and  1990 
(Appendix  A). 

Northern  Appalachian  counties  had  a 
population  decline  (3.1  percent)  from  1980 
to  1990,  especially  among  the  urban  counties 
of  that  subregion  (3.9  percent).  Central 
Appalachian  counties  lost  more  population 
(4.7  percent).  Rural  counties  in  both  Northern 
and  Central  Appalachia  decreased  in  popula- 
tion (0.3  percent  and  5.1  percent,  respective- 
ly). These  losses  compare  with  the  national 
average  gain  in  rural  areas  of  2.7  percent  in 
the  same  decade  (Appendix  B).  Table  1  com- 
pares 1980  and  1990  population  figures  for 
the  Appalachian  portions  of  each  state. 
Appendix  A  provides  the  1990  population 
of  each  county  and  the  percent  population 
change  from  1980  to  1990. 

Figures  from  the  1990  census  indicate  that 
20.7  million  or  8  percent  of  all  Americans 
live  in  Appalachia.  Fifty  percent  of  them  live 
in  only  three  states — Alabama,  Pennsylvania, 
and  Tennessee.  African  Americans  constitute 
7.3  percent  of  the  region's  population  but  a 
much  larger  segment  of  the  Appalachian  pop- 
ulations of  Alabama,  Mississippi,  and  South 
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TABLE  1 


Appalachian  population*  by  state 

,  1980  and  1990 

Appalachian 
Part 

Population 

Change 

1980 

1990 

Total 

Percent 

Alabama 

2,430,244 

2,529,623 

99,379 

4.1 

Georgia 

1,103,971 

1,508,030 

404,059 

36.6 

Kentucky 

1,077,095 

1,045,357 

-31,738 

-2.9 

Maryland 

220,132 

224,477 

4,345 

2.0 

Mississippi 

498,374 

51(),4()() 

12,026 

2.4 

New  York 

1,083,241 

1,088,470 

26,874 

0.5 

North  Carolina 

1,217,732 

1,306,682 

88,950 

7.3 

Ohio 

1,376,130 

1,372,893 

-3,237 

-0.2 

Pennsylvania 

5,994,240 

5,769,410 

-224,830 

-3.8 

South  Carolina 

793,040 

888,057 

95,017 

12.0 

Tennessee 

2,073,834 

2,146,992 

73,158 

3.5 

Virginia 

549,888 

517,816 

-32,072 

-5.8 

West  Virginia 

1,950,183 

1,793,477 

-156,706 

-8.0 

Appalachia 

20,368,104 

20,701,684 

333,580 

1.6 

United  States 

226,545,805 

248,709,873 

22,164,068 

9.8 

*  Data  for  399  Appalac 

hian  counties. 

Source:  Appalachian  Regional  Commission 


Carolina.  Native  Americans  make  up  less  than 
1  percent  of  the  population  of  the  region  and 
are  concentrated  primarily  in  western  North 
Carolina.  Table  2  provides  a  breakdown  of 
the  1990  Appalachian  population  by  race 
and  state. 

What  We  Know  About  Appalachia 

After  the  boundaries  have  been  set  and  the 
people  counted,  the  question  occurs:  What 
is  special  and  unique  about  the  Appalachian 
region?  Writers,  journalists,  and  video  and 
camera  crews  have  visited  specific  places 
within  Appalachia's  boundaries  to  explain 
mistakenly  how  the  characteristics  of  the 
people  found  there  express  a  variation  of 


American  experience:  dialect,  a  specific  rural 
lifestyle  and  subsistence  agriculture,  godless- 
ness,  godliness,  violent  family  feuds,  excessive- 
parental  affection,  industrial  work,  exploita- 
tion of  labor,  organized  resistance  of  workers 
to  exploitation,  or  poverty  in  large  amounts 
and  severe  forms.  Even  the  earl\-,  more  focused 
studies  of  Appalachia  conducted  by  Kephart 
(1913)  and  Campbell  (1921)  cautioned  against 
generalizations  concerning  the  residents  of 
the  region.  Campbell  explained  that  the  peo- 
ple of  Appalachia  were  socially  heterogeneous, 
despite  being  white  in  overwhelming  numbers 
and  living  in  a  specifically  defined  contiguous 
area.  Moreover,  he  understood  that  statements 
about  people  in  the  remote  rural  areas  of  his 
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TABLE  2 


1990  Appalachian  population*  by  race  and  state 

Appalachian 
Part 

White+ 

Percent 
White 

African- 
American 

Percent 
African- 
American 

Alabama 

2,026,236 

80.1 

503,387 

19.9 

Georgia 

1,413,612 

93.7 

94,418 

6.3 

Kentucky 

1,029,300 

98.5 

16,057 

1.5 

Maryland 

215,592 

96.0 

8,885 

4.0 

Mississippi 

353,169 

71.2 

142,520 

28.8 

New  York 

1,068,223 

98.1 

20,247 

1.9 

North  Carolina 

1,187,852 

90.9 

118,830 

9.1 

Ohio 

1,344,130 

97.9 

28,763 

2.1 

Pennsylvania 

5,537,522 

96.0 

231,888 

4.0 

South  Carolina 

738,341 

83.1 

149,716 

16.9 

Tennessee 

2,027,240 

94.4 

119,752 

5.6 

Virginia 

504,505 

97.4 

13,311 

2.6 

West  Virginia 

1,737,182 

96.9 

56,295 

3.1 

Total: 

19,182,904 

92.7 

1,504,069 

7.3 

*Data  for  398  Appalac 

Man  counties. 

t  White  population  figh 

re  includes  all  other  race/ethnicities  that  total  less 

than  1  percent. 

Source:  Appalachian  Regional  Commission,  unpublished  data 


Study  could  not  be  applied  with  equal  accura- 
cy to  the  people  in  the  same  region  who  lived 
in  towns  and  valleys  (Campbell  1921). 

As  the  boundaries  of  Appalachia  expanded, 
the  differences  among  people  within  the 
region  also  grew,  making  generalizations 
about  residents  in  the  region  even  more  diffi- 
cult. For  example,  how  do  residents  in  Ithaca, 
New  York,  and  Tupelo,  Mississippi,  share  an 
Appalachian  culture;  or  residents  of  Pittsburgh 
and  the  Atlanta  suburbs;  or  Binghamton, 
New  York,  and  Estill  County,  Kentucky? 

Generalizations  about  the  residents  of  the 
Appalachian  region  and  their  culture  come 
primarily  from  disregard  of  cautions  about 
extrapolating  from  one  set  of  people  to  anoth- 


er, from  one  place  to  another,  or  from  one 
time  to  another.  Very  few  studies  encompass 
the  entire  region  and  its  many  issues.  Most 
studies  deal  with  Central  Appalachia — eastern 
Kentucky  and  contiguous  portions  of  east 
Tennessee,  southwestern  Virginia,  and 
southern  West  Virginia.  Other  studies  are 
even  more  limited  to  a  particular  commu- 
nity in  a  particular  county  in  Central  or 
Southern  Appalachia. 

Caudill's  influential  book  (1962),  Night 
Comes  to  the  Cumberland:  A  Biography  of  a 
Depressed  Area,  is  still  a  widely  read  classic  and 
a  very  good  historical  introduction.  However, 
it  addresses  only  a  portion  of  the  coalmining 
counties  in  eastern  Kentucky.  There  are  prob- 


20     The  Appalachiu  Leadership  htitiiitiw  on  Cancer 


lems  extrapolating  Caudill's  work  to  other 
coalmining  counties,  as  well  as  to  the  non- 
coal  counties,  of  eastern  Kentucky.  Based  on 
Caudill's  work,  it  is  simply  impossible  to  gen- 
eralize, for  example,  to  the  anthracite  coal- 
fields of  Pennsylvania,  to  the  portion  of 
Central  Appalachia  that  is  not  coal  mining, 
or  to  the  rest  of  the  region  as  defined  by  ARC. 

Caudill's  book  mixes  two  strong  but  distinct 
interpretations  of  the  problems  of  the  Central 
Appalachian  region.  Caudill  blames  the  social 
origins  and  inbreeding  of  tiic  region's  resi- 
dents for  its  political,  social,  and  economic 
problems.  In  this,  he  resembles  those  who 
have  used  a  culture-of-poverty  analysis  to 
explain  the  region.  Weller's  (196S)  promi- 
nent work.  Yesterday's  People,  ilhistiMtcs  this 
approach  as  do  miiiieious  other  studies  most 
often  written  by  helping  professionals,  iiiclutl- 
ing  mental  health  workers.  Cunningham 
(1987)  has  taken  up  the  cultural  interpretation 
most  recently  in  his  book — Apples  on  the  Flood: 
The  Southern  MouiiUiiii  i.xperieihe — although 
much  more  adroitly  than  others  and  without 
victim  blaming.  Caudill's  work  is  so  rooted  in 
victim  blaming  that  psychologist  Arthur 
Jensen,  in  a  television  interview  with  journal- 
ist William  Buckley  in  the  early  1970s,  averted 
charges  that  his  studies  of  IQ  and  African 
Americans  were  racist  by  appealing  to 
Caudill's  work. 

On  a  more  popular  front,  The  Foxfire  Book 
(Wigginton  1972)  emphasized  Appalachian 
culture  in  a  much  more  positive  manner. 
These  accounts  of  folklore  and  folkways  por- 
tray a  self-reliant,  talented,  and  intelligent 
group  of  rural  people.  However,  generaliza- 
tions can  no  more  be  made  from  this  work, 
done  primarily  in  rural,  northern  Appalachian 
Georgia,  than  they  can  from  Caudill's  work. 

As  a  result  of  numerous  studies  and  reports, 
Appalachia  conjures  up  conflicting  and  inac- 
curate images  of  people  who  live  there.  On  the 
one  hand,  we  have  television's  "The  Waltons," 
offered  as  a  model  in  the  1992  Republican 
presidential  campaign  on  family  values;  on 


the  other  hand,  we  have  the  Hatficlds  and 
the  McCoys,  commercialized  as  bumbling 
bumpkins  or  fiendishlv  cruel,  like  the  resi- 
dents of  rural  Georgia  portrayed  in  the  film 
Deliveranee.  Similarly,  po[Hilar  images  suggest 
the  cartoon  indolence  mmA  iiuiocence  of  l.i'l 
Abner  and  Snuffy  Smith  and  news  coverage  of 
the  grueling  work  and  inilitanc\'  of  nameless 
coal  miners. 

Scholarly  examinations  trace  the  |)opular 
concepts  of  Appalachia  .\\\i<\  their  origins  hack 
to  national  trends  in  markets  lor  literature 
and  social  interxentioiis.  I  iterary  magazines 
seeking  short  stories  ol  local  color  found  them 
in  descriptions  of  parts  ol  Appalachia.  Social 
workers  in  settlement  schools  found  contribu- 
tions tor  their  work  in  responses  to  their 
descriptions  ol  the  needs  ot  the  residents  of 
the  region  wluxn  they  ser\ed  and  the  many 
more  the\  did  not  (Shapiro  1978).  later,  polit- 
ical and  social  acti\ists  looking  for  places  that 
needed  change  found  them  in  the  conditions 
of  poxerty  in  App.il.n  hi>i  >is  well  ( Hatteau 
I'^'^'O).  I'eople  outside  the  AppalachicUi  region 
often  have  defined  the  region  in  terms  ol 
their  commercial,  financial,  social,  or  political 
needs.  1  his  is  not  to  say  there  is  no  accuracy 
in  the  accounts  that  we  have.  It  does  suggest 
an  additional  reason  \\h\  the  generalizations 
we  ha\e  of  the  AppaLKhian  re.uion  max  be 
misguided  as  well  as  misinlormed. 

In  addition  to  his  emphasis  on  the  charac- 
teristics of  the  Appalachian  [)eople  in  his 
study,  Caudill  (1962)  also  interpreted  the 
region's  problems  in  terms  of  corporate  con- 
trol and  related  political  collusion.  Others 
have  built  on  this  interpretation  to  place 
Appalachian  events  and  conditions  into  the 
mainstream  of  .American  life  and  processes  of 
industrialization  and  economic  development. 
In  these  studies,  Appalachian  conditions  of 
poverty  and  human  need  are  moxQ  the  conse- 
quence of  economic  decision  making  by  coal 
companies,  textile  mills,  the  timber  industry, 
and  absentee  landowners.  The  region's  extrac- 
tive industry  sends  minerals  and  timber  to 
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wealthier  areas  and  receives  as  little  in  return 
as  possible.  Legislation  to  benefit  the  compa- 
nies developing  the  raw  materials  of  the 
region  left  local  and  state  governments  with 
little  tax  base  to  provide  essential  services  such 
as  education,  medical  care,  and  public  health. 
The  political  corruption  that  went  into  form- 
ing this  legislative  inequity  left  reformers  with 
few  avenues  to  justice  (Appalachian  Land 
Ownership  Task  Force  1983;  EUer  1982; 
Gaventa  1980;  Lewis  et  al.  1978).  One  study 
reinterprets  the  feud  of  the  Hatfields  and  the 
McCoys,  which  has  stimulated  so  many 
stereotypes  of  "hillbillies,"  in  terms  of  the 
economic  transformation  going  on  at  the 
time  (Waller  1988). 

Unlike  the  cultural  interpretations  of 
Appalachia,  these  studies  emphasize  what 
national  economic  and  political  forces  have 
done  to  the  region.  Likewise,  rather  than  an 
interpretation  of  a  culture  that  incapacitated 
citizens  to  resist  negative  influences,  these 
studies  suggest  how  people  fought  back 
against  such  forces.  When  taken  together, 
even  these  studies  of  the  Appalachian  region 
are  limited  in  providing  an  overview  of  the 
region  broadly  defined  by  the  Appalachian 
Regional  Commission.  They  also  focus  on  a 
particular  set  of  counties,  once  again  most 
often  in  Central  Appalachia;  a  particular 
time;  or  a  particular  industry  (e.g.,  coal, 
textiles,  steel). 

In  sum,  what  we  "know"  about  Appalachia 
is  largely  extrapolated  from  case  studies,  most 
often  from  Central  or  Southern  Appalachia; 
from  historical  studies  of  a  set  of  counties, 
an  industry  (e.g.,  coal),  or  labor  union  efforts; 
and  from  cultural  descriptions  and  interpreta- 
tions of  very  specific  places  or  practices.  What 
we  "know"  often  obscures  the  fact  that 
Appalachian  residents,  regardless  of  subregion, 
are  average  and  ordinary  human  beings,  who 
under  a  given  environment  will  develop  like 
other  human  beings.  Part  of  the  problem  of 
Appalachia  is  what  we  "know"  about  it  and 
have  to  unlearn.  In  this  regard,  Appalachian 


social  problems  resemble  other  social  prob- 
lems such  as  race  (Du  Bois  1935,  p.  iii). 

Addressing  the  social  problems  of 
Appalachia,  no  less  than  any  other  region, 
requires  knowledge  of  the  social  and  historical 
factors  that  have  shaped  those  problems  and 
the  cultural  responses  that  residents  of  a  par- 
ticular place  have  fashioned.  If  there  is  a  cul- 
ture of  poverty,  it  is  in  large  part  a  response 
to  the  poverty  in  which  people  found  them- 
selves living  and  a  reasonable  response  to  their 
prospects  of  escaping  it.  Likewise,  if  there  are 
cultural  traits  like  fatalism,  they  are  likely,  in 
large  measure,  to  be  a  response  to  the  lack 
of  resources  required  to  improve  a  condition. 
Much  of  the  historical  and  social  analysis  of 
the  region  provides  only  for  safe  generaliza- 
tions of  particular  places  at  particular  times. 
As  with  any  other  region,  we  have  to  accept 
change  over  time  in  the  same  place  and  differ- 
ences among  places  even  in  the  same  region. 
The  expanse  of  the  Appalachian  region  and 
the  conflicting  standards  used  in  defining  it 
make  these  cautions  about  generalizations 
essential.  We  have  become  especially  cautious 
in  making  generalizations  about  Appalachian 
culture,  the  topic  to  which  we  now  turn. 

The  Cultural  Representation 
of  Appalachia 

Few  areas  of  Appalachia  attract  more  atten- 
tion today  than  the  area  of  culture.  Caudill's 
(1962)  and  Weller's  (1965)  emphases  on 
unique  characteristics  such  as  fatalism  remain 
popular,  especially  among  helping  profession- 
als who  are  new  to  the  region  and  seek  to 
adapt  to  the  culture.  Caudill  and  Weller  offer 
handy  hooks  on  which  it  is  easy  to  hang  inno- 
vative interventions  and  expressions  of  con- 
cern. Their  interpretations  allow  helping 
professionals  to  portray  the  region  as  beyond 
the  mainstream  waiting  to  be  brought  in  with 
the  tools  of  professional  intervention.  Burkett 
and  Fisher  discuss  examples  of  these  close 
encounters  of  the  cultural  kind  in  Chapters  3 
and  5,  respectively.  Cultural  factors  related  to 
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health  intervention  manifest  themselves,  at 
least  indirectly,  in  ail  tlie  otticr  diapters  in 
this  monograph. 

Work  following  that  of  Caudill  and  Weller 
explains  Appalachian  culture  in  positive  terms 
and  the  seemingly  differentiating  negative 
characteristics  as  expressions  of  differentiating 
economic  circumstances.  Prominent  among 
these  later  cultural  treatments,  Appalshop,  a 
media  collective  in  Whitesburg,  Kentucky, 
tells  the  virtues  of  Central  Appalachia  in  film, 
video,  radio  broadcast,  and  theater,  indixiduai 
Appalachians  contributed  the  major  portion 
of  this  recent  work  on  the  positiw  cultural 
traits  of  Appalachians.  Often  their  studies 
begin  with  a  narrative  account  in  which  the\' 
acquire  their  Appalachian  identity  only  upon 
contact  with  institutions,  such  as  colleges, 
away  from  their  home;  this  accjuisition 
imparts  shame  for  their  origins  and  their  low 
circumstances;  they  reclaim  their  pride  in  the 
virtues  of  their  unique,  no  longer  suppressed 
identity;  and  they  present  their  current  work 
as  one  variant  of  the  valuable  multicultural 
American  experience  (Blair  1993). 

In  some  cases,  these  authors  defianth  assert 
the  superiority  of  Appalachian  ways  over  oth- 
ers. For  example,  Grigsby  (1993)  contrasted 
his  working-class  background  of  the  coalmin- 
ing region  of  eastern  Kentucky  with  the  mid- 
dle-class, academic  culture  of  which  he  is 
now  a  part  as  a  college  teacher.  In  particular, 
he  recalled  his  chagrin  at  the  conduct  of  his 
departmental  chair  who  expressed  anger  that 
Grigsby  had  not  attended  a  party  and  had 
not  responded  with  his  intention  to  come 
or  not  to  come.  That  anger  was  coupled 
with  disbelief  and  disdain  that  Grigsby  did 
not  know  what  RSVP  means.  Grigsby  then 
counterattacked  in  this  conflict  of  cultures. 

/  don't  like  "RSVP"  uwitations.  I  don't  like 
being  forced  to  decide  early  to  attejui  an  event 
and  then  be  forced  to  go  later  if  I  don't  want  to, 
and  I'm  convinced  that  the  working-class 
approach  to  such  functions  ("Come  if  you  want 
and  can  and  bring  something  to  eat  or  drink") 


is  1/  more  lo^'^icid  wc/r  to  condml  "parties,"  or  to 
use  the  working-cUiss  wonl — "get-togethers" — 
which  is  again  more  logical  (dri^'^hy  1993, 
p.  H). 

This  form  of  cultural  counterattack  comes 
with  deep  resentment — "dismay  and  \enom" 
(Speer  1993,  p.  12) — over  the  continued 
assumption  of  inferiority  of  .Appalachian  cul- 
ture. Tracing  their  intellectual  protest  back 
to  work  of  Hranscome,  Seltzer,  VVhisnant, 
and  others  in  the  early  197()s,  these  recent 
accounts  testify  to  the  staying  power  of  pejo- 
rative stereotypes  of  "hillbillies."  Other  ethnic 
groups  have  exemptions  from  comic  books; 
for  example,  one  does  not  tind  comic  books 
on  Hasidicjews,  Mormons,  or  Latinos.  Like- 
wise, it  is  hard  to  imagine  finding  a  book  on 
how  to  speak  "eastern"  as  easily  as  one  finds 
books  on  speaking  "southern"  and  "hillbilK." 
We  continue  to  caricature  Appalachia,  howev- 
er, in  whole  and  in  part,  in  comic  strips,  tele- 
vision shows  and  reruns,  movies,  and  even  in 
countless  souvenir  sho[is  at  interstate  exits 
throughout  the  region. 

It  is  simply  inconceivable  that  after  the  civil 
rights  movement  we  would  base  our  under- 
standing of  African  Americans  on  blackface 
comedy,  such  as  television  reruns  of  "Amos 
and  Andy."  Social  and  political  change  has 
come  with  cultural  changes  regarding  race. 
This  has  spilled  over  into  other  areas  such  as 
gender.  Thus  a  "Women's  Joke  Book"  would 
be  funn\-  to  more  people  if  it  contained  jokes 
told  by  women  instead  of  jokes  told  by  men 
about  women.  These  changes  contrast  sharply 
with  the  unchanged  status  of  .Appalachian 
cultural  stereotypes  (Crawford  1993).  In  the 
mid-1980s,  John  Shelton  Reed  affirmed  the 
continuation  of  what  others  had  pointed  out 
in  the  early  1970s:  "Hillbillies  appear  to  be 
the  last  acceptable  ethnic  fools"  (Speer  1993, 
p.  18). 

These  observations  illustrate  a  much  larger 
background  of  cultural  representation  that 
has  been  addressed  by  other  writers.  For 
example,  Batteau  assumes  that  stereotypes 
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are  images  made  in  the  context  of  intergroup 
relationships  in  which  "different  groups  seek 
to  impose  their  will  on  others"  (Batteau  1990, 
p.  199).  Similarly,  Whisnant  (1983,  p.  6) 
relates  Appalachian  cultural  representation 
to  the  politics  of  culture.  In  the  latter,  mislead- 
ing concepts  of  local  people  are  disseminated 
to  people  with  influence  and  wealth  as  part  of 
the  interaction  of  very  different  cultural  sys- 
tems. The  distant  cultural  systems  (e.g.,  cen- 
ters of  industrial  capital  in  the  United  States 
in  the  late  19th  century)  focus  on  parts  of  the 
local  culture.  By  separating  parts  of  local  cul- 
ture from  the  broader  social,  political,  and 
economic  history  that  explains  local  culture, 
the  distant  cultural  systems  obscure  the  poli- 
tical implications  of  their  own  efforts  to 
change  local  culture  (Whisnant  1983,  p.  16). 
In  doing  so,  these  distant  cultural  systems 
assume  the  superiority  of  their  own  cultural 
forms  and  establish  the  justification  for  their 
efforts  at  change. 

Cunningham  (1987)  places  Whisnant's 
work  in  an  intermediary  range  of  cultural 
conflict.  Cunningham  views  culture,  politics, 
and  economics  as  a  seamless  web  woven  from 
the  interactions  of  three  groups:  the  metropol- 
itan core  region  or  civilized  group,  the  outside 
region  or  savage  group,  and  the  intermediate 
region  that  lies  between  the  two  other  groups. 
He  applies  his  analytical  framework  to  the 
interaction  of  Rome  (civilized,  metropolitan 
core),  the  Celts  and  Scottish  highlanders  (the 
savage  outside  region),  and  the  Scottish  low- 
landers  and  Ulster  Irish  (the  intermediate 
region).  Cunningham  applies  this  same  ana- 
lysis to  the  Appalachian  region  as  well:  the 
American  east  coast,  Appalachia,  and  Native 
Americans.  His  analysis  has  the  limits  of  any 
effort  that  attempts  to  connect  events  and 
conditions  19  centuries  apart  and  of  most 
efforts  to  explain  Appalachia  by  focusing  on 
one  part  of  it. 

Cunningham's  analysis,  on  the  other  hand, 
provides  a  framework  to  analyze  cultural  rep- 
resentations of  Appalachia.  Figure  2  represents 


FIGURE  2.  Portrayal  of  Cunningham's  regions 
and  boundries 
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that  framework.  Between  the  core  and  inter- 
mediate regions  is  an  economic  boundary 
that  the  core  region  penetrates  sufficiently 
to  develop  economic  relations.  Between  the 
intermediate  and  outside  regions  lies  a  more 
rigid  political  and  cultural  boundary,  like 
Hadrian's  wall  demarcating  Roman  boundaries 
on  the  British  Isles.  The  first  boundary  is  per- 
meable. Culture  flows  from  the  core  region 
to  the  intermediate  region  primarily,  and 
economic  goods  flow  from  the  intermediate 
region  to  the  core  region  primarily.  The  sec- 
ond boundary  is  far  less  permeable  and  repre- 
sents the  border  where,  the  core  group 
believes,  commercial  and  cultural  exchanges 
are  not  useful  and  perhaps  dangerous.  People 
venture  from  the  intermediate  region  and  the 
core  region  to  the  outside  region  primarily 
to  verify  the  savage  nature  of  the  region,  the 
need  for  rigid  boundaries,  and  the  superiority 
of  the  other  two  regions.  Virtue  is  bestowed 
on  those  in  the  outside  region  who  pass  the 
boundaries  into  one  of  the  other  two  regions. 
Cunningham's  borders  and  regions  apply 
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to  mucli  of  what  we  already  have  discussed 
about  Appalachian  cultural  representation.  If 
we  keep  in  mind  the  economic  borders  as  well 
as  the  political  and  cultural  borders  disputed 
by  the  core  and  outside  regions,  we  can  under- 
stand the  feud  between  the  Hatfields  and  the 
McCoys  as  a  conflict  over  the  permeability  of 
the  economic  border  and  the  reinforcement 
of  the  rigid  cultural  and  political  border. 
Waller's  ( 1988)  interpretation  of  the  feud  cer- 
tainly supports  this.  Cunningham  also  helps 
us  understand  the  work  of  Caudill  cUid  Weller. 
On  the  one  hand,  they  provide  a  permeable 
boundary  for  the  expression  of  concern  of  the 
core  region  for  the  intermediate  region.  On 
the  other  hand,  Caudill  and  Weller  provide 
an  intermediate  region  by  portraying  an  out- 
side region  where  "savages" — insufficiently 
civilized  human  beings — have  been  replaced 
with  "dolts" — insufficiently  intelligent  or 
motivated  human  beings. 

Similarl)',  Cunningham  helps  e.\plain  the 
shame  so  many  Appalaciruin  professionals 
feel  when  they  come  into  contact  with  the 
metropolitan  core.  I  he\'  are  mistaken  for 
"savages"  from  the  outside  region.  They  work 
hard  to  pass  through  the  cultural  border  to 
the  intermediate  region  as  well  as  through 
the  border  to  the  core.  Cunningham  ascribes 
an  impaired  identity  to  such  people,  of  w  hich 
he  is  one:  "a  peripheralized  people... victims  of 
(among  other  things)  distorted  rites  of  passage 
which  reinforce  these  insecure  ego-boundaries 
and  ego-foundations"  (Cunningham  1987, 
p.  xxiii). 

However  useful,  Cunningham's  analysis 
has  its  limits  as  well.  The  boundaries,  for 
example,  are  defined  from  the  core  region 
out.  Although  this  is  accurate  in  terms  of 
power  relations,  an  essential  part  of  culture, 
it  assumes  the  cultural  superiority  established 
by  those  power  relations.  Similarly,  those 
boundaries  and  the  individual  and  collective 
identities  that  culture  imparts  are  not  static. 
Even  Hadrian's  wall  was  tested,  breached, 
and  reinforced. 


like  some  menihers  of  any  group,  some 
Appalachians  protest  their  pejorative  portray- 
al: the  boundaries  of  culture  that  others  estab- 
lish. They  may  do  so  vociferously  as  the  coal 
operator  did  in  the  liliii  liicli  IaiiuI,  Poor  People. 
He  complained  on  camera  to  the  camera  crew 
about  media  portrawiK  that  locuscd  on  pover- 
ty exclusively.  Other  Appalachians  may 
protest  modestly  as  one  Ap[)alshop  character 
explains  in  Struns^ers  and  Kin,  a  film  about 
negative  stereotypes  in  Appalachia.  He 
recalled  being  called  to  the  school  auditorium 
to  select  a  pair  of  shoes  troni  the  hundreds 
of  pairs  sent  in  reaction  to  a  televised  docu- 
mentary on  poverty  in  eastern  Kentuck\-.  His 
father's  face  expressed  disappointment  in  him- 
self, as  provider,  and  in  his  son,  for  accepting 
someone  else's  assessiiunt  ol  his  iK-ed.  He 
ne\er  wore  those  shoes.  More  recent  1\,  local 
Appalachian  residents  ha\e  used  cultural 
protest  in  their  efforts  to  block  waste  dumps 
or  water  projects  in  their  communities.  Ihey 
interpreted  these  projects'  premises  as  assump- 
tions that  tlu'  piopk'  ami  conununities  to  be 
affected  In  the  dumps  iind  projects  were 
worth  little  and  better  ott  mo\ed  to  another 
kxation  (Cable  199.-};  foster  199;-5). 

In  addition  to  challenging  the  cultural  bor- 
ders established  by  others,  Appalachians  also 
use  them  and  thus  reinforce  them,  lown  resi- 
dents ina\  den\  the  truth  of  stereot\pes  when 
apjilied  to  them,  but  they  may  assert  their 
validity  when  applied  to  residents  outside  of 
town.  Likewise,  the  professional  class  of  the 
region  may  accept  and  extend  pejorative  por- 
trayals of  working-class  and  low-income  resi- 
dents, as  a  portion  of  (  audill's  work  did.  Thus, 
Cunningham's  distinction  of  a  core  and  out- 
side culture  has  a  counterpart  within  the  inter- 
mediate cultural  region  among  people  who 
assert  their  identity  with  core  values  by  dis- 
tinguishing themselves  from  those  whom 
core  values  brand  "hillbilK  "  with  debilitating 
human  characteristics.  Thus,  interregional  cul- 
tural differences  have  a  counterpart  in  intrare- 
gional  cultural  differences.  As  Campbell  (199:^, 
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p.  1)  has  concluded,  "Some  Appalachians... 
exhibit  modernity  by  accepting  the  prevailing 
stereotypes  as  valid  but  only  for  a  certain  seg- 
ment of  the  population — a  segment  to  which 
they  do  not  belong." 

Despite  the  negative  characteristics  em- 
bedded in  Appalachian  stereotypes,  some 
Appalachians  embrace  them  occasionally.  For 
example,  the  Appalshop  film  "Strangers  and 
Kin"  shows  us  "Hillbilly  Days"  in  Pikeville, 
Kentucky,  in  which  men  and  women  dress  up 
as  the  media  caricatures  them  and  their  fore- 
bears. Similarly,  Hazard,  Kentucky,  welcomed 
with  open  arms,  or  at  least  with  a  downtown 
parade,  the  characters  of  the  prime-time  tele- 
vision show  "The  Dukes  of  Hazzard."  If  any- 
thing could  dispel  the  premise  of  simple 
generalizations  of  Appalachian  cultural  repre- 
sentations, it  would  certainly  be  this  event. 
A  coal  town  of  eastern  Kentucky,  which  came 
within  one  "z"  of  the  fictional  county,  feted 
the  cast  of  a  television  series  filmed  in 
California,  set  in  northern  Alabama,  but  with- 
out any  African  Americans.  Hazard,  Kentucky, 
proudly  identified  with  the  bungling  corrup- 
tion and  tantrums  of  the  political  officials 
and  with  the  bumpkin  common  sense  and 
decency  of  the  protagonists  of  the  series. 
Such  events  portray  the  human  capacity  to 
deflect  the  shame  embedded  in  stereotypes. 
Members  of  a  stereotyped  group  often  take 
the  humor  aimed  at  them  and  laugh  at  or 
with  those  who  make  the  jokes. 

More  important,  such  events  invite  the 
question,  which  Batteau  (1990)  recently  exam- 
ined: "Whose  Appalachia  is  this?"  Obviously, 
as  Cunningham  and  Whisnant  make  clear, 
Appalachian  cultural  representation  is  a 
field  in  which  two  different  cultures  conflict. 
Batteau,  Cunningham,  and  Whisnant  make 
clear  that  those  within  the  intermediate 
region  learn  how  to  market  their  culture  and 
that  of  the  outside  region.  The  economic 
boundary  of  the  core  and  intermediate  regions 
is  permeable  to  the  flow  of  cultural  exchange 
in  both  directions  when  related  to  economics. 


Local  officials  of  Columbiana  County,  Ohio, 
demonstrated  that  recently.  Originally,  they 
declined  to  be  included  among  Appalachian 
counties  but  reversed  themselves  in  1991.  The 
switch  from  concern  with  stigma  to  an  asser- 
tion of  "hillbilly"  identity  came  in  part  with 
the  lost  opportunity  for  federal  funds  avail- 
able through  participating  in  programs  of  the 
Appalachian  Regional  Commission.  At  least 
one  person  embraced  kinship  with  West 
Virginia,  a  "hillbilly"  personality,  as  well 
as  a  "river  rat"  identity  upon  the  county's 
entrance  into  the  Appalachian  region 
(Tribe  1993,  p.  26). 

In  answer  to  his  own  question,  Batteau 
asserts  that  Appalachia  is  a  social  invention 
like  the  cowboy  or  the  Indian.  It  is  one  part 
positive  virtues  such  as  self-sufficiency,  pio- 
neering spirit,  patriotism,  independence, 
and  the  dignity  of  making  one's  humble 
way  despite  adversity.  It  is  one  part  negative 
images  of  dependency,  failure,  retarded  eco- 
nomic and  human  development,  and  the  dis- 
may of  humble  people  having  lost  their  way 
because  of  adversity.  Appalachian  cultural  rep- 
resentation is  also  one  part  new  and  one  part 
old.  The  old  part  is  virulent  racism  of  the 
1890s.  Appalachia  seemed  a  pool  of  Anglo- 
Saxon  genes  to  develop  and  thus  to  prove  this 
group's  superiority  to  African  Americans  and 
immigrants.  The  new  part  is  whatever  repre- 
sentation seems  appropriate  to  market  in  a 
proposal  for  funding  from  federal  or  founda- 
tion sources.  The  region  is  also  both  profane 
and  sacred — profane  for  the  human  need  and 
environmental  destruction  in  the  region  and 
sacred  because  people  and  land  have  been  sac- 
rificed for  the  greed  of  some  and  for  the  well- 
being  of  the  nation. 

In  this  regard,  Galbraith,  in  his  pathbreak- 
ing  book.  The  Affluent  Society  (1958),  and  in 
his  later  reflection  on  American  life.  The 
Culture  of  Contentment  (1992),  uses  Appalachia 
as  a  test  of  America.  His  latter  book  offers  a 
cultural  interpretation  of  America  to  explain 
the  poverty  of  the  Appalachian  region. 
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America's  "culture  of  contentment"  entails 
a  majority  who  are  fortunate  and  favored  or 
who  hope  to  be  so,  who  act  on  behalf  of  their 
own  immediate  short-term  benefit,  and  who 
willingly  tolerate  the  need  for  increased  and 
improved  social  welfare  policies,  apparent  in 
places  like  Appalachia,  without  doing  any- 
thing to  meet  those  needs  or  to  achieve  those 
policies  (Galbraith  1992).  Galbraith  illustrates 
Batteau's  conclusion  about  Appalachian  cul- 
tural representations:  "'Appalachia'  is  a  frame 
of  reference,  not  a  tact."  It  is  a  willful  associa- 
tion "with  a  hioad  array  ot  other  texts" 
(Batteau  1990,  p.  200). 

Conclusion 

The  practical  im[:)licatic)ns  ol  the  cultural 
representation  of  Appalachia  are  made  evi- 
dent throughout  the  chapters  of  Section  I 
of  this  monograph.  After  all,  projects  of  the 
Appalachia  Leadership  Initiative  on  Cancer 
(ALIC)  emanate  from  the  core  region, 
Washington,  D.C.,  and  the  National  C'ancer 
Institute.  They  can  entail  cultural  conflict — 
for  example,  efforts  to  change  inihealthy 
behaxiors.  In  addition,  the  effect  of  cultural 
stereotypes  on  residents  of  the  same 
Appalachian  community  will  affect  their 
capacity  to  work  together  and  the  member- 
ship of  coalition  efforts.  After  people  learn 
the  painful  experience  of  culture's  role  in 
exploitation,  they  have  the  opportunity  to 
learn  from  it  and  to  do  better.  Two  primary 
strategies  deal  with  negative  cultural  stereo- 
types: to  protest  those  that  others  use  and 
to  do  better  ourselves  (Speer  1993). 

Behind  these  practical  difficulties  are  the 
profoundly  complex  factors  that  create,  main- 
tain, and  adapt  a  wide  assortment  of 
Appalachian  cultural  representations. 
Obviously,  any  community-based,  problem- 
solving  intervention  needs  to  start  with  the 
history  and  culture  of  the  community  in 
which  it  is  occurring.  In  Appalachia,  as  in 
every  other  region,  this  means  inquiring  about 


and  uncovering  those  specifics.  C^omnuinities 
in  Appalachian  New  York  \ar\'  widely  from 
those  in  Appalachian  Mississippi.  Similarly, 
adjoining  counties  may  \'ary  as  well  and 
require  different  approaches  in  community- 
based  probknisoK  ing  because  ot  different 
histories  and  cultural  adajitations. 
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CHAPTER  1 

Action  Steps 


1.  Continue  to  research  and  study  the 
history  and  culture  of  your  local  area. 
Identify  the  streams  of  local  inmigration 
and  outmigration,  their  causes,  and  the 
characteristics  of  the  groups  involved. 

2.  Consult  local  historians  and  conduct 
oral  histories  to  learn  about  previous 
organized  efforts  for  change  (e.g.,  labor 
unions,  volunteer  fire  departments  and 
rescue  squads)  or  the    establishment  of 
preceding  programs  of  education,  envi- 
ronmental quality,  economic  develop- 
ment, housing,  or  health  care. 

3.  Help  raise  awareness  of  your  area's 
diversity  so  that  local  coalitions  can  rep- 
resent and  respond  to  the  needs  of  the 
different  groups. 

4.  Begin  all  community  intervention 
projects  with  a  community  needs  assess- 


ment that  involves  all  community 
residents. 

5.  Tap  into  local  cultural  and  communi- 
ty networks  throughout  your  area. 

6.  Use  these  networks  to  ensure  that 
the  varied  cancer-related  issues  are  con- 
sidered for  coalition  activities  and  out- 
reach efforts. 

7.  Use  local  coalitions  to  correct  nega- 
tive and  misinformed  generalizations 
about  local  people. 

8.  Develop  an  understanding  of  the 
ways  in  which  the  cultures  of  various 
Appalachian  areas  guide  the  construction 
of  class  consciousness,  ethnic  and  gender 
relationships,  regional  identity,  and 
community  life  and  how  these  affect 
health  status. 
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CHAPTER    2 


Political  Economy  of  Appalachia 


Richard  A.  Couto 


Few  elements  differentiate  and  unite  the 
areas  within  the  Appalachian  region  as 
clearly  as  the  economy.  This  chapter  pro- 
vides an  overview  of  recent  economic  devel- 
opment in  the  Appalachian  region.  It  explains 
that  declining  industries  are  concentrated  in 
different  parts  of  the  region.  It  focuses  on  the 
social  consequences  of  recent  developments 
in  Appalachia's  dominant  industries.  Inter- 
preting social  conditions  in  the  context  of 
the  economy  raises  issues  of  public  policy 
about  income,  employment,  and  poverty. 
These  issues  are  at  the  intersection  of  Ameri- 
can politics  and  economics.  The  conditions 
we  find  in  the  Appalachian  region  are  one 
small  part  of  the  American  political  economy. 
The  multiple  challenges  to  social  welfare  in 
the  region  are  part  of  the  common  challenge 
that  faces  the  nation. 

National  and  Regional 
Economic  Changes 

Changes  of  and  within  the  industrial  sector 
and  changes  in  the  pattern  of  investments 
have  radically  restructured  the  American  econ- 
omy, including  that  of  Appalachia,  over  the 
past  20  years.  Bluestone  and  Harrison  (1982, 
1988)  describe  this  development  as  part  of  the 
increased  internationalization  of  the  economy 
and  ease  of  capital  transactions.  Other  ana- 
lysts emphasize  the  current  changes  in  the 
American  economy  as  a  normal  development 
(Fisher  1990;  Reich  1991).  However  normal 
this  development  may  be,  profound  changes 


in  the  lives  of  working  people  flow  from  deci- 
sions about  the  investment  of  capital.  These 
changes  include  the  amount  and  nature  of 
work  and  its  compensation. 

The  shift  in  capital  and  economic  activity  is 
global  and  obviously  includes  the  Appalachian 
region  (Fisher  1990).  However  much  we  might 
regard  sections  of  Appalachia  as  geographical- 
ly remote  or  culturally  unique,  the  image  and 
the  goods  of  the  region  are  marketed  and  inte- 
grated on  a  global  scale.  In  simple  terms,  this 
means  that  one  can  buy  "Appalachian  Trail" 
boots,  which  are  made  in  Romania,  at  K-Mart. 
In  more  complex  terms,  the  integration  of 
the  Appalachian  region  into  the  global  eco- 
nomy means  that  the  natural  and  economic 
resources  of  the  region  are  integrated  into  the 
dealings  of  the  major  participants  of  the  glob- 
al economy.  Pittsburgh  banks  invest  in  steel- 
exporting  countries,  such  as  Brazil  and  Japan, 
whose  industries  compete  with  the  declining 
American  steel  industry  concentrated  around 
Pittsburgh.  Multinational  corporations  devel- 
op the  coal  reserves  of  Colombia  and  China 
while  they  close  mines  or  demand  reduced 
labor  costs  at  their  American  coalmining  sub- 
sidiaries. Extranational  industries  have  invest- 
ed in  the  Appalachian  region  as  part  of  this 
global  economy.  The  Appalachian  counties 
of  South  Carolina  that  have  shown  high  rates 
of  growth  in  per  capita  income  and  popula- 
tion also  have  the  highest  rate  of  industrial 
investment,  per  capita,  of  extranational  cor- 
porations of  any  American  region.  There  are 
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obvious  benefits  of  increased  eniplox  iiient 
and  income  in  some  regions  where  such 
investment  occurs. 

On  the  other  hand,  capital  shifts  often 
lead  to  decreased  employment  and  income 
in  regions  of  former  economic  activity — 
for  example,  manufacturing.  In  Northern 
Appalachia,  specifically,  there  has  been  a  loss 
of  employment  and  income  in  the  manufac- 
turing sector  of  the  economy.  Even  here,  how- 
ever, the  global  economy  plays  itself  out  in 
startling  ironies.  Sony  Corporation,  for  exam- 
ple, is  opening  a  new  plant  in  the  recently 
hard-hit  area  of  New  Stanton,  Pennsylvania, 
in  a  former  Volkswagen  plant.  On  the  one 
hand,  this  succession  of  economic  activity 
of  extranational  corporations  is  welcome 
news.  On  the  other  hand,  it  marks  a  net 
decline  in  manufacturing  employment  from 
2,500  to  1,000  jobs,  a  shift  from  skilled  to 
less  skilled  work,  and  a  decrease  in  pay  and 
benefits  even  for  the  workers  lucky  enough 
to  find  employment. 

Because  the  Appalachian  region  is  so  diverse 
and  because  of  its  concentration  of  industries, 
it  is  a  microcosm  of  American  and  global  eco- 


nomic chilli;.;!.'.  Ill  the  region,  as  in  the  nation 
in  general,  there  is  a  shift  within  the  manufac- 
turing sector  of  the  economy  toward  assem- 
bling of  components  made  elsewhere,  from 
established  manufacturing  locations  to  new 
ones,  from  labor-intensive  production  modes 
to  capital-intense  modes,  from  ,\n  organized 
labor  force  to  an  unorganized  labor  force,  and 
from  manufacturing  sectors  to  nonmanufac- 
turing  sectors  of  the  economy,  especially  ser- 
vices. The  industries  concentrated  in  the 
Appalachian  region  include  work  forces  that 
have  been  in  the  forefront  of  industrial  rela- 
tions (coal  mining  and  steel);  work  forces 
that  have  increased  their  organized  strength 
in  a  declining  industry  (textiles,  apparel,  and 
furniture);  and  work  forces  that  have  not 
been  organized  (lumber  and  farming). 

In  the  Appalachian  region,  the  past  decade 
has  observed  declines  in  established  industrial 
centers  of  the  American  economy  and  devel- 
opment of  new  centers  of  economic  activity. 
For  example,  urban  counties  in  Northern 
Appalachia  have  become  known  as  the  "rust 
belt,"  reflecting  the  deindustrialization  of 
the  American  economv.  On  the  other  hand, 
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TABLE  1 


Per  capita  personal  income  as  a  percentage  of  the  national  average 
for  Appalachia  and  its  regions,  1969,  1979,  1989 

Percent  of  National  Per  Capita  Income 

Region 

1969 

1979 

1989 

Appalachia 

79.5 

82.8 

80.9 

Northern 

86.6 

88.4 

83.6 

Central 

57.7 

69.0 

63.0 

Southern 

74.7 

79.1 

81.9 

Metropolitan  Counties 

88.5 

91.8 

90.1 

Northern 

93.3 

96.3 

91.0 

Central 

76.1 

87.0 

79.0 

Southern 

81.7 

86.2 

89.6 

Nonmetropolitan  Counties 

70.7 

74.5 

72.3 

Northern 

78.5 

79.7 

75.8 

Central 

55.0 

66.5 

60.8 

Southern 

67.3 

71.5 

73.3 

Source:  U.S.  Department  of  Commerce,  Bureau  of  Economic  Analysis. 
Local  Area  Personal  Income.  1971,  1981,  and  1991. 


some  urban  counties  in  Southern  Appalachia 
have  become  known  as  the  "sun  belt,"  illus- 
trating shifts  of  capital  and  location  of  corpo- 
rate activity.  The  rural  counties  of  the  entire 
region  represent  the  continued  languor  of 
America's  rural  areas.  The  region  has  seen 
the  growing  disparity  between  urban  and 
rural  areas.  The  Central  Appalachian  region, 
in  particular,  is  a  rural  area  that  remains 
between  the  "rust  belt"  and  the  "sun  belt" 
as  a  chronically  depressed  belt. 

Appalachian  Employment 
and  Income 

These  broad  global  and  national  economic 
changes  have  created  practical  and  personal 
consequences  in  Appalachia.  In  particular, 
they  have  affected  the  income  of  people  in 


Appalachian  counties.  Income  figures  from 
1969,  1979,  and  1989  indicate  the  income 
changes  over  two  decades  (U.S.  Department 
of  Commerce  1971,  1981,  1991). 

Insofar  as  the  risk  for  cancer  increases  with 
low  income  and  low  literacy,  this  analysis  of 
income  provides  information  that  can  be  used 
to  target  higher  risk  counties.  However,  it  does 
not  identify  high-risk  populations  within 
counties.  This  is  the  work  of  the  community- 
based  coalitions  of  the  Appalachia  Leadership 
Initiative  on  Cancer  (ALIC). 

Analysis  of  the  per  capita  total  personal 
incomes  in  the  region  suggests  that  the  gap 
between  the  region  and  the  rest  of  the  nation 
has  widened  from  1979  to  1989  (Table  1). 
These  10  years  combined  a  decade  of  eco- 
nomic decline  for  Northern  and  Central 
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TABLE  2 


Per  capita  persona 
for  Appii 

I  imonie  as  a  percentage  of  the 
ilachia's  10  wealthiest  counties 

national  average 
,  1989 

County 

Appalachian 
Subregion 

Largest  City 

Within 

20  Miles 

Miles 

Percent  of 
National 

Per  (  apita 

Income 

1989 

Percentage 
Point 

Change 
in  lU'lative 

Income 
1969-1989 

Percent 
P()|)iiiation 

(  liange 
1969-1989t 

Forsyth  (NC)* 

Southern 

\\  inston-Salem 

111.7 

12.3 

18.9 

Allegheny  (PA)* 

Northern 

Pittshurgh 

109.4 

2.3 

-11.5 

Montour  (PA) 

Nortliern 

\\illicnns|)ort 

104.9 

22.2 

-3.0 

(ivvinnct  (GA)* 

Souttiern 

Atlanta 

106.3 

17.4 

208.4 

Broome  (NY)* 

Northern 

hinghcinipton 

101.9 

0.8 

-5.5 

Polk  (NC) 

Southern 

Spartanhurg  (SC) 

100.6 

14..S 

16.7 

Forsyth  (GA)* 

Southern 

Atlanta 

100.1 

17.4 

104.9 

Madison  (/\1.)* 

Southern 

1  lunts\  ille 

99.9 

8.7 

30.4 

Pike  (PA) 

Northern 

Scran  ton 

96. 1 

0.3 

102.1 

Whitfield  (GA) 

Southern 

Chattanooga  (TN) 

95.9 

8.8 

17.0 

*Itiilii.(itc\  nu'tropolit 

an  county 

fl'lic  popuUition  cha 

n^c  for  the  United  S 

tales  from  1969  to  19S9 

WIS  22. 1  percent. 

Source:  U.S.  Department  of  Commerce,  Bureau  of  Economic  Analysis  1971,  1981,  and  1991. 


Appalachia  with  cutbacks  in  government 
programs.  In  contrast,  Appalachian  income 
gained  ground  on  the  nation  from  1969  to 
1979.  From  1969  to  1989,  the  per  capita 
income  of  Appalachia  increased  slight!}'  from 
79.5  to  80.9  percent  of  the  national  per  capita 
income.  This  increase  came  primarily  from  the 
gains  of  3.3  percentage  points  in  the  region  in 
the  1970s  that  outdistanced  the  loss  of  1.9 
percentage  points  in  the  1980s.  The  regional 
figures  of  increases  and  declines  reveal  signifi- 
cant differences  among  the  subregions.  For 
example.  Central  Appalachia  had  the  widest 
swings  but  still  remains  the  poorest  subregion. 
Counties  in  Central  Appalachia  increased  their 
per  capita  income  by  11.3  percentage  points 
from  1969  to  1979.  However,  that  same  set  of 
counties  saw  the  largest  decrease  (6.0  percent- 


age points)  in  the  following  10  years. 

Northern  .Appalachia  gained  and  then  lost 
ground.  This  region  reported  a  decrease  of  3 
percentage  points  in  rekiti\e  total  per  capita 
personal  income  figures  from  l^'(/>  to  1989. 
This  overall  decrease  includes  a  decline  in 
the  1980s  of  4.8  percentage  points.  Northern 
Appalachian  metropolitan  counties  declined 
in  their  proportion  of  U.S.  per  capita  income 
by  5.3  percentage  points  in  the  198()s.  In 
1969,  the  per  capita  personal  income  of  met- 
ropolitan counties  of  Northern  Appalachia 
was  much  closer  to  the  national  average  than 
that  of  the  metropolitan  counties  of  Southern 
Appalachia  (93.3  percent  and  81.7  percent, 
respectively).  In  1989,  these  sets  of  counties 
stood  about  even  (91  percent  and  89.6  per- 
cent, respectively). 
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TABLE  3 


Per  capita  personal  income  as  a  percentage  of  the  national  average 
for  Appalachians  10 poorest  counties,  1989 

County 

Appalachian 
Subregion 

Percent  of 

National 

Income 

1989 

Percentage  Point 
Change  in  Relative  Income 

Population 

Change 
1980-1990* 

1969-1979 

1979-1989 

McCreary  (KY) 

Central 

38.9 

9.9 

-2.4 

-0.2 

Menifee  (KY) 

Central 

40.4 

0.8 

-4.5 

-0.5 

Elliott  (KY) 

Central 

40.8 

13.7 

-8.4 

-6.6 

Owsley  (KY) 

Central 

41.7 

6.0 

2.9 

-11.8 

Clay  (WV) 

Central 

42.2 

10.5 

-12.9 

-11.4 

Jackson  (KY) 

Central 

42.5 

4.0 

-2.2 

-0.3 

Magoffin  (KY) 

Central 

44.2 

17.4 

-7.8 

-3.2 

Summers  (WV) 

Central 

44.3 

3.0 

-10.3 

-10.5 

Clay  (KY) 

Central 

44.7 

19.6 

-9.3 

-4.4 

Kemper  (MS) 

Southern 

45.0 

14.1 

-8.8 

2.0 

*Tlie  population  chan\ 

ic  for  the  United  States  from  1979  to  1989  was  9.6  percent. 

Source:  U.S.  Department  of  Commerce,  Bureau  of  Economic  Analysis  1971,  1981,  1991; 
Appalachian  Regional  Commission  1991. 


Whatever  the  plight  of  metropolitan  coun- 
ties, nonmetropolitan  counties  still  lag  behind 
them  in  Appalachia  and  in  each  subregion. 
Since  1969,  the  regional  gap  between  metro- 
politan and  nonmetropolitan  counties  appar- 
ently has  remained  the  same  at  about  18  per- 
centage points.  Metropolitan  and  nonmetro- 
politan counties  stood  at  88.5  percent  and 
70.7  percent,  respectively,  of  the  national  per 
capita  income  in  1969.  In  1989,  these  figures 
increased  somewhat  for  each  set  of  counties 
to  90.1  percent  and  72.3  percent,  respectively. 

The  brightest  news  in  the  region  is  in  the 
Southern  Appalachian  counties.  Per  capita 
total  personal  income  increased  from  1969  to 
1989  and  in  each  decade  of  that  period.  Gains 
were  greater  in  the  metropolitan  counties  of 
Southern  Appalachia,  especially  around 
Atlanta  and  Winston-Salem.  This  increase 
widened  the  gap  between  them  and  the 


nonmetropolitan  counties  in  Southern 
Appalachia.  The  nonmetropolitan  counties 
showed  improvement  as  well,  but  not  as 
much  improvement  as  the  metropolitan 
counties. 

By  1989,  only  eight  Appalachian  counties 
had  per  capita  incomes  at  or  above  the  nation- 
al level.  Five  of  them  were  in  the  southern 
region.  An  examination  of  the  10  counties 
with  the  highest  per  capita  income  reveals 
the  complex  patterns  at  work  in  the  region. 
Table  2  lists  the  counties,  the  largest  city 
within  20  miles,  the  percent  of  national  per 
capita  income,  change  in  percent  of  national 
per  capita  income  from  1969  to  1989,  and 
the  rate  of  population  increase  during  those 
two  decades. 

Some  elements  of  a  pattern  among  these 
10  counties  are  apparent  and  significant. 
The  two  metropolitan  counties  in  Northern 
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Appalachia  (Allegheny,  Pennsylvania,  and 
Broome,  New  York)  experienced  very  modest 
gains  in  per  capita  income  and  significant 
population  decline.  The  four  metropolitan 
counties  in  Southern  Appalachia  (l-orsyth. 
North  Carolina;  Gwinnet,  Georgia;  Forsyth, 
Georgia;  and  Madison,  Alabama)  witnessed 
large  gains  in  per  capita  income  ratio  and 
large  population  increases.  The  increases  of 
both  measures  suggest  economic  growth  that 
attracts  newcomers.  On  the  other  hand,  it 
may  indicate  a  population  shift  of  the  eco- 
noniiCcilly  more  advantaged  from  nearby 
urban  areas.  For  example,  the  two  counties 
surrounding  Atlanta  (Gwinnet  and  Forsyth) 
may  reflect  both  the  growth  in  the  size  and 
wealth  of  Atlanta  and  a  movement  from  the 
city  to  outlying  areas.  Such  shifts  are  part  of 
the  pattern  of  the  iiureasL-d  political  and  eco- 
nomic power  of  suburban  areas.  Madison 
County,  Alabama,  reflects  the  benefit  of 
increased  military  spending  in  the  198()s. 
Montour  C'ounty,  PennsyKania,  is  a  case  of 
a  Northern  Appalachian  nonmetropolitan 
count}-  that  increased  per  capita  income  sig- 
nificantly through  increased  earnings  in  the 
service  sector  but  still  lost  population.  The 
Geisinger  Medical  Center  provides  more  than 
3,200  jobs  in  Montour  County.  This  snapshot 
of  the  "wealth"  of  Appalachia  suggests  the 
complexity  of  the  region.  There  are  different 
rates  of  economic  growth  among  the  more 
affluent  counties  and  population  increases 
and  decreases  among  them  as  well. 

A  different  pattern  appears  among  the  10 
poorest  Appalachian  counties  (Table  3).  All 
but  one  of  them  are  in  the  ceritral  region.  All 
have  per  capita  personal  incomes  at  or  below 
45  percent  of  the  national  average.  All  of  them 
gained  ground  in  absolute  and  relative  terms 
in  per  capita  income  in  the  1970s.  Most  lost 
significant  ground  in  the  1980s.  With  the 
exception  of  Kemper  County  in  Mississippi, 
there  has  been  a  decline  in  population  among 
these  counties  during  the  1980s. 


Regional  Differences 
within  Appalachia 

Ihe  different  regions  of  Appalachia  gained 
and  lost  in  their  per  capita  income  in  striking- 
ly different  ways.  The  Central  .Appalachian 
region  gained  most  from  1969  to  1979,  thanks 
in  part  to  the  energy  crisis  and  the  demand 
for  coal  at  increased  prices,  and  lost  most 
from  1979  to  1989.  Ihe  Northern  Appalachian 
region,  with  the  decline  of  the  steel  industry 
and  changes  in  the  manufacturing  sector  of  its 
economy,  gained  least  from  19b9  to  1979  and 
lost  a  great  deal  in  the  198()s.  Over  this  two- 
decade  period,  this  region  lost  in  o\erall  per 
capita  personal  income  relative  to  the  national 
average.  The  Southern  Appalachian  region,  on 
the  other  hand,  showed  the  greatest  gain  from 
1969  to  1989,  caused  primarily  by  the  devel- 
opment of  urban  areas  like  .Atlanta,  Winston- 
Salem,  and  the  northwest  corner  of  South 
Carolina,  fable  I  indicates  the  relative  gains 
cUid  losses  of  each  region  from  l'^^69  to  1989. 

Bright  Spots  ami  Sluiilows  in  the  "Sun  licit" 
Much  of  the  current  economic  growth  and 
impro\ement  within  the  Appalachian  region 
is  concentrated  among  the  Southern 
Appalachian  counties,  especially  within 
Appalachian  Georgia.  Nine  of  the  10  counties 
that  have  the  largest  increase  in  their  per  capi- 
ta income  from  1979  to  1989  are  in  the  South. 
All  10  of  these  counties  gained  at  least  1 1  and 
up  to  14.8  percentage  points  on  the  nation. 
Eight  of  these  counties  are  in  Georgia.  Fable  4 
presents  per  capita  income  figures  for  the 
Appalachian  portion  of  each  state.  Appendix 
A  provides  measures  of  income,  poverty,  and 
unemployment  for  each  county. 

Within  each  region,  including  Southern 
Appalachia,  however,  uneven  development 
occurred.  The  gains  in  per  capita  income  have 
been  larger  in  metropolitan  counties  than  in 
nonmetropolitan  counties.  Consequently,  the 
gap  between  metropolitan  and  nonmetropoli- 
tan counties  in  Southern  .Appalachia  is  slightly 
greater  now  (16.4  percentage  points)  than  it 
was  in  1969  (14.6  percentage  points)  (Table  1). 
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TABLE  4 


Per  capita  personal  income  as  a  percentage  of 
for  Appalachia  and  its  state  parts — 1969, 

the  national  average 
1979,  and  1989 

Appalachian 
Part 

Percentage  of  National  Per  Capita 

Income 

Percentage 

Point  Change 

1969-1989 

1969 

1979 

1989 

Alabama 

75 

80 

84 

9 

Georgia 

73 

80 

87 

14 

Kentucky 

59 

67 

63 

4 

Maryland 

83 

83 

82 

-1 

Mississippi 

61 

66 

65 

4 

New  York 

90 

81 

82 

-8 

North  Carolina 

78 

80 

86 

8 

Ohio 

78 

80 

71 

-7 

Pennsylvania 

91 

94 

90 

-1 

South  Carolina 

80 

83 

86 

6 

Tennessee 

73 

76 

79 

6 

Virginia 

66 

76 

76 

10 

West  Virginia 

76 

80 

74 

-2 

Appalachia 

80 

83 

82 

2 

United  States 

$4,051 

$9,919 

$18,696 

- 

Source:  Appalachian  Regional  Commission  1991:  U.S.  Department  of  Commerce,  Bureau  of  Economic  Analysis  1992. 


Also,  despite  the  phenomenal  growth  around 
Atlanta,  counties  in  the  northwest  corner  of 
Georgia  have  had  two  decades  of  decline  in 
their  per  capita  income.  This  has  resulted  pri- 
marily from  a  decline  in  wages  from  textile 
and  apparel  manufacturing.  Four  of  the  five 
counties  in  Appalachian  Georgia  with  two 
decades  of  decline  in  per  capita  income  are 
in  this  corner  of  Georgia.  They  contrast  with 
17  Appalachian  counties  in  Georgia  that 
have  had  two  decades  of  growth  in  per  capita 
income.  Similarly,  only  one  county  in  Ala- 
bama— Coosa  County — has  had  two  decades 
of  decline  in  per  capita  income.  It  remains  the 
poorest  county  in  Appalachian  Alabama. 
.  The  Southern  Appalachian  counties  of  both 


North  Carolina  and  South  Carolina  have  seen 
increases  more  evenly  distributed.  Most  had 
two  decades  of  increase,  and  none  had  two 
decades  of  decline.  Once  again,  however,  the 
rate  of  growth  of  metropolitan  counties  has 
been  more  rapid  than  that  of  nonmetropoli- 
tan  counties;  consequently,  the  gap  between 
the  two  sets  of  counties  is  larger. 

The  pattern  in  the  remaining  state  in 
Southern  Appalachia,  Mississippi,  is  different. 
Appalachian  counties  in  this  "sun  belt"  state 
have  seen  increases  in  per  capita  income  from 
1970  to  the  present.  However,  all  counties 
lost  in  their  relative  per  capita  income  in  the 
1980s,  and  three  counties,  all  adjoining,  lost 
in  both  decades. 
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Wearing  Away  in  the  "Rust  Belt" 

In  contrast  to  the  counties  of  Southern 
Appalachia,  those  of  Northern  Appalachia 
experienced  modest  growth  or  drastic  decline 
in  per  capita  income  and  population.  Ihe 
Northern  Appalachian  counties  also  exhibit 
a  far  different  pattern  of  development.  I  he 
Appalachian  counties  of  New  York,  the  south- 
ern tier  of  counties,  had  substantial  declines — 
about  9  percentage  points — in  per  capita 
income  in  the  1970s.  In  the  198()s,  all  of 
New  York's  Appalachian  counties  had  \ar\  ing 
degrees  of  recovery.  Two  metropolitan  coun- 
ties, Tompkins  (Ithaca)  and  Broome 
(Binghamton),  led  the  way.  After  two  decades 
of  economic  restructuring  and  change,  the 
counties  of  Appalachian  New  York  ha\'e  seen 
their  relative  per  capita  incoiiK-  ckc  line  about 
8  percentage  points  from  I^'d^)  to  l')(S^).  Rural 
New  York  counties  have  had  a  larger  decline 
than  urban  counties. 

Per  capita  income  losses  have  been  more 
modest  in  Appalachian  Pennsylvania  and  are 
distributed  more  evenly  between  urban  and 
rural  counties.  The  I'^^TOs  were  a  decade  of 
modest  increase  and  the  198()s  a  decade  of 
decline.  Losses  led  increases  for  an  overall 
loss  of  1  percentage  point  in  relative  per  capita 
personal  income  from  1969  to  1989.  Over  the 
past  decade,  the  population  of  .\ppalachian 
PennsyKania  declined  by  ;-}.8  percent  (Appen- 
dix A).  Still,  Appalachian  Pennsylvania 
remains  the  most  populous  state  segment  of 
the  region  with  5.8  million  people,  or  27.9 
percent  of  the  population  of  Appalachia,  as 
reported  in  Table  1  in  Chapter  1  (also  see 
Appendices  A  and  B). 

Appalachian  Ohio  underwent  a  drastic 
decline  in  relative  per  capita  income  in  the 
1980s — 9  percentage  points.  Contributing  to 
this  loss  were  severe  drops  in  the  coal-  and 
steel-producing  counties  around  Steubenville, 
where  relative  per  capita  income  declined  1 1 
to  15  percentage  points  for  many  counties, 
and  in  one  case,  24  percentage  points.  These 


large  declines  also  were  frequent  in  the 
West  Virginia  counties  of  the  Northern 
Appalachian  region. 

Central  Appalachia 

Despite  the  breadth  and  width  ot  the 
Appalachian  Regional  C^onunission's  geo- 
graphic definition  of  the  region,  .Appalachia, 
in  the  popular  mind,  is  synonymous  with 
Central  .AppakKbia.  This  portion  of  the 
region — eastern  Kentucky  and  contiguous 
portions  of  eastern  lennessee,  southwestern 
Virginia,  and  southern  West  Virginia — is  the 
area  we  associate  with  jcnirnalist  Charles 
Kuralt's  reports  for  CTiS  and  other  television 
and  film  documentaries.  It  is  perceived  as  an 
iirea  of  chronic  economic  depression,  poverty, 
and  high  human  U(.x\\ — the  "other  .\merica" 
that  social  scientist  Michael  Harrington 
unccnered  in  the  l^)fi()s  (Harrington  196-}). 
It  is  this  region  and  this  popular  image  that 
created  the  most  unique  definition  of 
.\|ipalachia:  a  transitive  verb,  "to 
Appalachiani/e,"  meaning  to  extract  resources 
without  benefit  to  the  people  who  live  in 
the  region  and  to  their  detriment  because 
the  industry  eliminates  other  development 
possibilities. 

Central   \p[)alachia  is  identified  with  coal 
mining,  which  remains  a  central  element  of 
the  region's  political  econonn.  The  197()s 
brought  dramatic  increases  in  the  per  capita 
income  of  coal-producing  counties.  The  ener- 
gy crisis  meant  increased  demand  and  higher 
prices  for  coal,  increased  emplovment,  and 
higher  wages.  The  coal-producing  counties  in 
Kentucky,  Virginia,  and  West  Virginia  had 
large  rises  in  per  capita  income  in  the  197()s 
and  equally  large  decreases  in  the  1980s. 
Martin  County,  Kentucky,  had  the  wildest 
economic  boom  and  bust  swing  in  per  capita 
income,  moving  from  34.1  percent  of  the 
national  average  in  1969  to  79.6  percent  in 
1979  to  58.6  percent  in  1989.  Other  counties 
had  double-digit  swings  in  the  two  decades 
but  none  so  dramatic. 
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Many  Central  Appalachian  counties,  unlike 
Martin  County,  have  no  coal  mining;  in  gen- 
eral, they  are  worse  off  than  coalmining  coun- 
ties in  the  region.  Moreover,  they  generally  are 
the  worst  off  of  all  counties  in  Appalachia. 
Five  of  the  ten  poorest  counties  in  Appalachia 
are  noncoal  counties  in  eastern  Kentucky. 
Appalachian  Kentucky,  the  major  portion  of 
Central  Appalachia,  had  an  8-percentage  point 
increase  in  its  per  capita  income  ratio  in  the 
1970s  and  a  4-percentage  point  decrease  in 
the  1980s.  During  the  same  time,  these  coun- 
ties had  continued  outmigration  and  showed 
a  population  decline  of  almost  3  percent.  In 
1989,  Kentucky's  relative  per  capita  income 
was  63  percent  of  the  national  average,  the 
lowest  of  any  Appalachian  state. 

Overall,  the  Appalachian  region  lost  ground 
on  the  nation  in  the  1980s.  The  region's  per 
capita  personal  income  compared  with  the 
national  figure  dropped  from  83  to  82  percent. 
Appalachia's  population  grew  by  1.6  percent 
in  the  1980s  compared  with  national  popula- 
tion growth  of  9.8  percent.  Within  these 
regional  averages  are  high  and  lows. 
Traditionally  depressed  areas  of  the  region — 
eastern  Kentucky  and  West  Virginia — lost 
much  economic  ground  on  personal  income 
in  the  1980s.  Similarly,  states  with  declining 
industrial  bases — Ohio  and  Pennsylvania — 
also  lost  much  ground. 

On  the  other  hand,  some  sections  of 
Southern  Appalachia — Georgia,  North 
Carolina,  and  South  Carolina — enjoyed 
economic  growth  as  well  as  population 
increases.  The  news  from  other  sections  of 
the  region  was  mixed,  except  for  Mississippi, 
where  chronic  conditions  of  poverty,  similar 
to  those  in  Central  Appalachia,  got  worse.  Per 
capita  personal  incomes  relative  to  the  nation- 
al average  for  1989  are  depicted  in  Figure  1. 

Measures  of  New  Economic  Need 
in  Appalachia 

Reports  of  the  Appalachian  Regional 
Commission  (ARC)  in  1988  suggested  how 


changes  in  employment  and  income  had  cre- 
ated new  levels  of  economic  problems  in  the 
region.  ARC  ranked  each  Appalachian  county 
as  severely  distressed,  distressed,  middle, 
strong,  or  very  strong.  Each  rank  is  based  on  a 
combination  of  three  measures:  a  3-year  aver- 
age unemployment  rate,  per  capita  market 
income  and  personal  income  minus  transfer 
payments,  and  the  rate  of  poverty.  Each  of 
these  three  county  measures  is  compared 
with  the  national  rate.  For  example,  the  aver- 
age 3-year  unemployment  rate  of  each  county 
is  classified  in  the  following  categories:  150 
percent  or  more  of  the  national  figure,  125  to 
149  percent,  101  to  124  percent,  76  to  100 
percent,  or  75  percent  or  less.  Per  capita  mar- 
ket income  is  classified  as  below  two-thirds  of 
the  national  level,  two-thirds  to  four-fifths  of 
the  national  level,  and  more  than  four-fifths 
of  the  national  level.  The  poverty  rate  of  each 
county  is  classified  in  the  same  manner.  To 
be  labeled  severely  distressed,  an  Appalachian 
county  must  have  a  3-year  unemployment 
rate  of  at  least  150  percent  of  the  official 
national  figure,  per  capita  market  income  less 
than  67  percent  of  the  national  amount,  and 
a  poverty  rate  of  150  percent  or  more  of  the 
national  rate.  Very  strong  counties,  on  the 
other  end  of  the  economic  spectrum,  have 
measures  of  75  percent  of  unemployment, 
80  percent  of  income,  and  75  percent  of  the 
national  rate  of  poverty.  Appendix  A  lists  all 
the  counties  of  Appalachia  with  their  ARC 
ranks  for  1988.  According  to  ARC  rankings  in 
that  year,  90  counties  were  severely  distressed, 
50  distressed,  237  middle,  16  strong,  and  4 
very  strong.  Figure  2  portrays  the  counties 
of  the  region  by  their  economic  status. 

In  1992,  the  ARC  economic  ranks  were 
calculated  again  to  see  what  changes  may 
have  occurred  since  1988  (Appalachian 
Regional  Commission  1992).  Initial  results 
seemed  to  indicate  economic  improvements 
for  many  counties  that  were  labeled  severely 
distressed  in  1988.  However,  on  closer  scruti- 
ny, it  was  found  that  no  real  improvement 
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HGURE  1 


Appalachian  per  capita 
personal  income  by  county, 
1989 


Source:  Bureau  of  Economic  Analysis,  Local  Area  Personal  Income. 


occurred  for  many  of  these  counties  between 
1988  and  1992.  In  fact,  economic  trends  and 
the  recession  of  the  1980s  brought  new  levels 
of  poverty  to  Appalachia  that  eluded  detection 
in  1992  using  traditional  economic  measures 
(ARC  1992). 

In  Owsley  County,  Kentucky,  for  example, 
one  of  every  two  people  was  poor  and  the 
average  income  in  the  county  was  only  46 


percent  of  the  nation's  average,  according  to 
the  1990  census  (ARC  1992).  A  survey  of  the 
1990  census  by  the  Children's  Defense  Fund 
(1992)  also  reported  that  64  percent  of  the 
children  in  the  county  lived  in  poor  families. 
Yet  Owsley  County's  economic  status 
appeared  to  have  improved  from  severely 
distressed  to  distressed  in  the  initial  1992 
ARC  ranking. 
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nGURE2 


Economic  conditions  of 
Appalachian  counties,  1988 
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Source:  Couto,  in  press.  Used  with  permission. 


Eleven  counties  in  eastern  Kentucky,  peren- 
nially the  poorest  region  of  Appalachia,  and 
four  counties  in  Tennessee  were  not  ranked 
severely  distressed  in  1992  because  their  offi- 
cial unemployment  rate  failed  to  meet  the 
criterion  for  severely  depressed  counties — 
150  percent  of  the  national  unemployment 
figure.  However,  because  official  unemploy- 
ment rates  do  not  include  the  long-term 


unemployed,  the  discouraged  workers  who 
give  up  trying  to  find  work,  and  men  and 
women  who  do  not  enter  the  work  force 
because  of  the  futility  of  trying  to  find  work, 
the  "unofficial"  unemployment  rates  for  these 
counties  were  much  higher  than  the  official 
rates.  Therefore,  the  effect  of  using  the  official 
unemployment  rate  as  one  of  three  combined 
measures  used  to  calculate  economic  rank  was 


40     The  Appalachia  Lcmlcrship  luiliiitivc  on  Cancer 


to  artificially  inflate  these  counties'  1992  ARC 
economic  ranks. 

In  fact,  between  1988  and  1992,  the  situa- 
tion in  Central  Appalachia  became  so  bad  that 
many  counties  labeled  severely  distressed  in 
1988  moved  below  or  beyond  ARC's  definition 
of  severely  distressed  counties,  and  areas  of 
Appalachian  Ohio  and  Pennsylvania,  especial- 
ly declining  industrial  areas,  moved  down  in 
economic  rank  to  replace  them.  Ihe  economic 
ladder  now  has  a  lower  rung  where  no 
Appalachian  county  stood  before.  ARC  subse- 
quently adapted  its  policies  and  decided  that 
counties  previously  ranked  severely  distressed 
would  continue  to  be  eligible  under  that  rank 
despite  changes  in  a  single  measure. 

Appalachian  Needs  and  Social 
Capital  Disinvestment 

Areas  of  Appalachia  have  had  popukition 
increases  or  decreases  because  [)ec)pk'  mow 
from  areas  of  low  economic  opportunity  to 
places  where  there  is  more.  This  population 
shift  indicates  the  role  of  social  ca[Mtjl,  \\  hk  h 
can  be  defined  as  the  goods  and  services  we 
invest  to  produce  and  reproduce  people  in 
community.  That  is,  we  provide  forms  of 
social  capital  in  conjunction  with  the  actions 
of  private  capital  to  provide  eiiipl(>\  iiiciit  and 
as  part  of  the  terms  of  employment.  Social 
capital — like  education,  housing,  health  care, 
and  environmental  quality — is  linked  to 
employment  and  income  in  the  United  States. 
Where  there  are  ample  employment  opportu- 
nities for  skilled  labor,  our  investment  in 
social  capital  is  very  high.  Where  there  are  few 
employment  opportunities  or  a  predominance 
of  low-skilled  work  opportunities,  our  invest- 
ment in  social  capital  is  very  low. 

Human  needs  of  housing,  education,  health 
care,  and  the  environment  are  part  of  the 
political  economy  of  Appalachia  and  the 
nation  and  subsequently  affect  health  status. 
The  investment  in  these  needs  is  a  form  of 
social  capital  and  is  made  according  to  the 


investment  of  private  capital.  As  the  demand 
for  labor  increases  or  declines,  so  does  invest- 
ment in  social  capital.  Historically,  the  pat- 
terns of  investment  are  closely  tied;  in 
Appalachia,  the  tie  is  evident.  Kconomic 
development  aiul  decline  accompanied  the 
development  and  decline  of  social  capital 
forms  expressed  in  both  steel  and  textile  "mill 
towns"  and  "coal  towns."  Where  agriculture 
demanded  large  numbers  of  unskilled  labor, 
there  were  sharecroppers  anti  latc-r  migrant 
laborers.  Uotli  labor  forces  were  marked  b\-  an 
absolute  paucity  of  social  capital  in  housing, 
education,  health  care,  sanitation,  and  so 
forth.  When  the  demand  for  labor  declines, 
ob\  iousK  wages  and  incomes  also  decline. 
I  I'ss  ()h\  ioiisly,  social  (.apital  declines  iis  well. 
I  iii[iloyers  do  not  in\est,  directly  or  indirectly, 
in  producing  and  expanding  a  work  force  they 
no  longer  need.  Housing  declines,  medical  ser- 
vices elrop,  CLlucation  lacks  su[)port,  and  the 
environmental  qualit\'  declines,  as  the  aban- 
doned coal  towns  atul  declining  mill  towns 
( il  t  lie  legion  testit\. 

All  these  changes  suggest  that  social  capital 
declines  where  the  demand  for  labor  declines. 
Investment  in  the  agricultural,  manufacturing, 
and  nnning  sectors  of  the  Appalachian  econo- 
my affeets  iiuestiiient  in  the  employment- 
linked  social  capital — health  care,  housing, 
and  education — that  attracts  or  sustains  the 
work  force  in  those  sectors.  SimilarK',  disin- 
vestment or  changes  in  in\  estment  in  produc- 
tion bring  about  changes  in  the  investments 
that  eniplo\ers  make  in  people,  in  agriculture 
and  coiil  mining,  for  example,  new  invest- 
ment in  machinery  meant  less  demand  for 
labor  and  less  social  capital  investment  in 
the  people  displaced  by  new  technologies. 
This  sent  a  wa\e  of  migration  to  areas  where 
new  inxestment  meant  increased  demand  for 
labor.  The  shifts  in  private  capital  invest- 
ments, which  Reich  (1991)  and  Fisher  (1990) 
discuss,  have  their  parallel  in  the  investment 
or  disinvestment  of  social  capital. 
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Conclusion 

The  human  problems  of  Appalachia  are 
rooted  in  the  American  policies  of  social  capi- 
tal and  their  intrinsic  relation  to  employment 
and  the  market.  The  Appalachia  Leadership 
Initiative  on  Cancer — no  less  than  any  other 
community-based,  problemsolving  effort — 
is  likely  to  find  more  resources  to  deal  with 
cancer  control  and  prevention  in  places  with 


more  social  capital.  Health  promotion,  like 
other  health  measures,  is  a  form  of  social  capi- 
tal. To  provide  cancer  prevention  and  control 
in  areas  of  greatest  need  means  redirecting 
existing  forms  of  social  capital  or  allocating 
new  amounts  of  social  capital  and  directing 
them  to  areas  where  they  are  needed. 
Community-based  coalitions  are  a  first  step 
in  collecting  resources  to  invest  in  the  social 
capital  of  a  community. 
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CHAPTER  2 

Action  Steps 


1.  Use  available  economic  and  demo- 
graphic information  to  help  assess 

the  conditions  and  needs  of  targeted 
counties. 

2.  Continue  evaluating  local  economic 
measures  to  understand  the  context  with- 
in which  community-based  coalition 
plans  and  activities  take  place. 

3.  Support  coniiiuinity-based  coalition 
efforts  to  invest  in  underserved  areas  of 
greatest  human  need. 

4.  Examine  local  economic  conditions 
for  their  effect  on  health  access  (e.g., 
health  insurance,  rates  of  medicaid 
eligibility,  and  increased  or  decreased 
use  of  local  health  resources). 

5. Examine  local  economic  conditions 
for  their  effects  on  employment  and 
earnings.  Use  this  information  to  shape 
local  priorities  on  cancer  prevention 
and  control. 
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CHAPTER    3 


Status  of  Health  in  Appalachia 


Gary  L.  Burkett 


The  meaning  of  the  term  "health,"  like 
that  of  "Appalachia,"  requires  examina- 
tion before  discussion  can  proceed.  It 
would  be  a  mistake  to  assume  that  everyone 
shares  a  similar  definition  of  this  topic.  Just 
as  Appalachia  means  different  things  to  differ- 
ent people,  there  is  no  uniform  definition  of 
health  or  of  what  it  means  to  be  "healthy." 
Also,  as  with  the  definition  of  Appalachia, 
some  previously  dominant  definitions  of 
health  have  been  too  constricting  and  even 
have  served  as  barriers  to  progressive  change. 

Chapter  1  emphasizes  the  diversity  of 
Appalachia  as  a  region  encompassing  distinc- 
tive geographic  subregions  and  including 
population  groups  and  communities  with 
widely  varying  demographic,  economic,  and 
sociocultural  characteristics.  Couto  (Chapter 
1,  this  volume)  demonstrates  that  the  stereo- 
typical image  of  a  homogeneous  Appalachia 
not  only  has  provided  a  distorted  portrait  of 
the  region  but  also  has  perpetuated  some  of 
the  region's  problems.  The  notion  of 
Appalachia  as  a  conclave  of  "yesterday's  peo- 
ple"— isolated  by  culture  as  well  as  by  geogra- 
phy from  full  participation  in  "progress" — 
often  has  served  to  justify  rather  than  to 
diminish  social  inequalities.  Programs 
designed  to  promote  health  in  Appalachia 
through  community  initiatives  need  to  recog- 
nize both  the  distinctive  strengths  and  the 
unique  needs  of  specific  communities. 

Similarly,  we  need  an  expansive  definition 
of  health  that  can  contribute  to  effective 


health  promotion  in  communities.  Such  a 
definition  needs  to  encompass  a  wider  range 
of  human  experience  than  the  narrow  bio- 
medical conception  of  health  that  often  domi- 
nates our  thinking  on  the  subject.  This  narrow 
conception  simply  juxtaposes  health  with  dis- 
ease. Disease  is  a  pathological  condition  of 
biological  organisms,  but  there  is  more  to 
human  existence  than  biology  and  more  to 
health  than  the  reduction  of  disease.  More- 
over, health  has  dimensions  that  are  grounded 
in  the  social,  psychological,  economic,  politi- 
cal, and  even  spiritual  realms  of  human  exis- 
tence. The  push  for  an  expanded  definition  of 
health  is  not  new,  as  evidenced  by  the  World 
Health  Organization's  proposing  a  definition 
of  health  as  "a  state  of  complete  physical, 
mental,  and  social  well-being  and  not  merely 
the  absence  of  disease  or  infirmity"  more  than 
four  decades  ago  (World  Health  Organization 
1958,  p.  459).  However,  the  inadequacies  of 
a  narrow  conceptualization  of  health  have 
become  even  more  apparent  in  recent  years. 
Programs  designed  to  promote  health  at  the 
community  level  need  to  be  based  on  the 
recognition  that  the  state  of  people's  health 
is  deeply  rooted  in  the  daily  conditions  of 
their  lives. 

One  of  the  assumptions  underlying  the 
Appalachia  Leadership  Initiative  on  Cancer 
(ALIC)  is  that  diseases  such  as  cancer  need  to 
be  addressed  through  additional  strategies 
besides  the  scientific  quest  for  new  forms  of 
treatment.  This  assumption  acknowledges  the 
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intrinsic  relationship  among  disease,  the  deep- 
er ground  of  human  iieaith,  and  tlie  li\es  of 
people  in  communities.  In  addition,  the  A!  1( 
program  is  based  on  the  assumption  that  there 
is  wisdom  in  the  conimunil\  that  nia\'  serve  as 
an  effective  supplement — or  even  corrective — 
to  the  approaches  that  traditionally  have  been 
utilized  by  governmental  public  health  agen- 
cies and  academic  health  science  centers.  The 
description  of  health  in  the  Appalachian 
region  provided  in  this  chapter  builds  on 
these  assumptions. 

This  chapter  attempts  to  integrate  a  compre- 
hensive understanding  of  health  with  data 
about  specific  diseases,  especially  cancer,  in 
the  Appalachian  region.  Disease  statistics  are 
presented  as  one  important  indicator  of  health 
status,  but  the  emphasis  is  on  grounding  our 
understanding  of  disease  on  the  conditions 
of  life  in  the  region's  communities.  Before 
turning  to  the  examination  of  data  on  pat- 
terns of  disease  in  the  region,  it  is  necessary  to 
debunk  some  common  myths  about  health  in 
Appalachia  and  to  offer  a  perspective  that  is  as 
free  of  misconceptions  as  possible.  This  chap- 


ter then  presents  and  examines  data  on  specif- 
ic health  probk'ms  ,uid  tliseases — mo\ing 
troin  intdiit  moitalitx  to  the  common  causes 
of  death  iii  the  region  with  special  emphasis 
on  cancel  in  its  x.iiious  tonus  and.  linalK,  to 
work  disability  as  a  particularly  pervasive 
health  problem  in  the  region.  In  each  case, 
the  twin  objectives  are  to  compare  .Appalachia 
with  the  rest  of  the  country  and  to  identifx 
some  of  the  reasons  for  x'ariatioiis  in  health 
status  within  the  region. 

Myths  and  Misconceptions  about 
Health  in  Appalachia 

As  suggested  in  Chapter  1,  it  is  difficult  to 
describe  accurately  an\  c  haracteristic  of  the 
Appalachian  region  without  first  addressing 
some  previously  promulgated  and  widely 
accepted  misconceptions.  Such  misconcep- 
tions are  so  deeply  ingrained  in  the  general 
American  consciousness  that  it  would  be  a 
potentially  disastrous  oversight  to  ignore 
them  in  the  context  of  describing  health  in 
Appalachia.  These  myths  originate  from  the 
same  sources  that  nurtured  the  stereotypical 
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images  of  Appalachia  discussed  by  Couto  in 
Chapter  1,  and  they  are  repeated  and  perpetu- 
ated, not  only  in  the  popular  press  and  mass 
media  but  also  in  academic  journals  and  in 
health  professions  training  programs.  One 
myth  concerns  an  allegedly  high  prevalence 
of  genetically  transmitted  diseases  in  the 
region.  A  second  myth,  closely  related  to  the 
first,  holds  that  the  people  of  Appalachia  are 
unusually  handicapped  by  character  traits 
and  psychopathologies  that  are  linked  to 
the  region's  culture.  A  third  myth  alleges  that 
alternative  health  care  practices — especially 
folk  medical  practices — are  especially  preva- 
lent in  the  region  and  serve  as  a  barrier  to  uti- 
lization of  modern  medical  care.  Each  of  these 
myths  is  tied  to  the  pervasive  stereotype 
regarding  the  unique  "isolation"  and  "back- 
wardness" of  Appalachian  people.  Because 
these  misleading  images  are  so  frequently  a 
part  of  the  preconceptions  that  color  people's 
opinions  of  health  in  the  region,  it  is  impera- 
tive that  they  be  addressed  here. 

The  author  recalls  hearing  the  director  of 
a  regional  health  department  respond  to  a 
query  about  important  health  problems  in 
his  area  with  generalized  statements  about  the 
frequent  "inbreeding"  that  goes  on  in  moun- 
tain communities  with  resultant  difficult  (but 
unspecified)  hereditary  diseases.  The  myth  of 
Appalachia  as  a  breeding  ground  for  genetical- 
ly transmitted  diseases  has  been  perpetuated, 
unfortunately,  by  well-meaning  and  otherwise 
knowledgeable  spokespersons  for  the  region 
as  well  as  by  some  with  less  noble  motives. 
Unfortunately,  Caudill,  one  of  the  otherwise 
insightful  and  progressive  advocates  for 
Appalachia,  repeatedly  complained  about 
the  deterioration  of  the  genetic  stock  in  the 
mountains  as  the  most  able  and  ambitious 
people  were  removed  through  outmigration 
and  the  less  able  and  less  motivated  were  left 
to  breed  inferior  offspring.  "In  some  commu- 
nities the  blood  lines  are  so  few  and  inter- 
mixed that  the  most  patient  genealogist  might 
lose  his  wits  in  attempting  to  unravel  them. 
The  inbreeding  with  its  attendant  genetic 


pitfalls  contributed  much  in  later  years  to 
the  erosion  of  the  highlander's  self-reliance" 
(Caudill  1962,  page  85).  Others  have  sugges- 
ted that  allegedly  pathological  rates  of  inter- 
marriage in  the  mountains  have  contributed 
to  high  rates  of  diseases  ranging  from 
Huntington's  chorea  and  Alzheimer's  disease 
to  a  wide  assortment  of  other  maladies. 

As  Zahorik  (1989)  has  shown  in  her  anthro- 
pological studies,  the  notion  that  genetically 
transmitted  diseases  (let  alone  nongenetically 
transmitted  traits  such  as  "lack  of  ambition") 
are  especially  prevalent  in  Appalachia  is  not 
based  on  any  scientific  evidence.  Although 
there  may  be  small  kinship  clusters  where  a 
particular  disease  is  unusually  common,  this 
is  certainly  true  in  other  regions  of  the  coun- 
try and  in  other  parts  of  the  world  as  well.  The 
belief  that  "inbreeding"  and  the  perpetuation 
of  "bad  genes"  are  somehow  responsible  for 
Appalachia's  problems  is  a  product  of  popular 
mythology  that,  once  again,  finds  it  more 
plausible  to  blame  the  people  of  the  region 
for  perpetuating  their  gene  pool  than  to  look 
elsewhere  for  explanations. 

A  second  myth  about  health  in  Appalachia 
alleges  that  psychopathological  personality 
traits  are  perpetuated  by  the  culture  of  the 
region.  As  Reginald  S.  Lourie,  M.D.,  expressed 
it  in  his  foreword  to  Looff's  (1971)  widely  read 
book,  Appalachia's  Children: 

The  problem  is  Appalachia... Dr.  Looff  high- 
lights from  his  studies  processes  that  are  deter- 
minants of  the  developmental  experiences  and 
resulting  personality  patterns  which,  from  gener- 
ation to  generation,  lock  in  the  inner  forces  and 
perpetuate  self-defeating  attitudes.  These,  com- 
bined with  the  problems  of  economics  and  geog- 
raphy, provide  the  basis  for  the  resistance  to 
change  which  has  marked  the  attempts  at  inter- 
vention to  modify  the  attitudes  and  life-style 
of  the  mountain  people.  This  developmental 
process  ends  with  what  has  been  described  as 
"the  pride  and  privatism  of  people  unable  to 
compete  outside  the  ancient  kinships  of  the 
hollow"  {pp.  ix-x). 


46      The  Appalachici  Leadership  Init'uitive  on  (.aiicer 


The  theory  of  the  "psychopathology  of 
Appalachia"  was  expressed,  perhaps  most  bla- 
tantly, by  a  Vanderbilt  University  psychiatrist 
who  reported  on  a  study  of  people  in  West 
Virginia  (Goshen  1970).  Goshen's  article, 
"Characterologic  Deterrents  to  Economic 
Progress  in  People  of  Appalachia,"  was  pub- 
lished in  the  Suuthcni  Medical  loiinnil.  The 
study  described  four  distinctive  classes  of  peo- 
ple in  the  region:  the  cultural  primitives,  the 
traditional  farmers,  the  local  small  business 
group,  and  the  more  powerful  entreprencLirial 
class.  The  report  on  the  study  focused  on  onl\ 
the  first  two  classes.  The  cultural  primitives 
were  described  as  "characterologically  similar 
to  schizophrenics"  and  the  traditional  farmers 
as  "having  character  structures  similar  to  psy- 
choneurotics" (Goshen  1970,  p.  1054).  Among 
the  traits  ascribed  to  the  cultural  primitives 
were  the  following:  responsibility  as  other 
people  know  it  is  a  trap  to  avoid;  religion  is 
virtually  nonexistent  except  for  occasional 
local  flurries  of  interest;  they  rarely  see  any 
advantage  to  education;  and  the  men  almost 
universally  consume  alcoholic  beverages  at 
any  opportunity.  The  article  concluded: 

The  itupliciitions  of  these  conchisiuns  as  far 
as  ecouonuc  progress  is  concerned  are  that  both 
groups  demonstrate  massive,  self-defeating 
resistance  to  change.  Programs  of  improvement, 
to  be  effective,  must  deal  with  characterologic 
problems  in  ways  similar  to  those  of  the 
psychotherapist... In  both  groups  of  people, 
peculiar  language  problems  will  serve  as 
obstacles  (p.  1061). 

It  is  hoped  that  the  blatant  victim  blaming 
revealed  in  such  approaches  to  identifying  an 
"Appalachian  character"  is  obvious  to  all  read- 
ers of  this  monograph.  The  pseudoscientific 
substitution  of  psychiatric  labels  for  genuine 
understanding  of  the  conditions  of  people's 
lives  is  a  technique  that  has  been  used  to  justi- 
fy social  inequalities  in  many  other  contexts. 

The  third  common  myth  about  health  in 
Appalachia  holds  that  the  region  is  especially 


characterized  by  the  persistence  of  folk  heal- 
ing practices  (e.g.,  herbal  medicine)  and  other 
forms  of  alternative  healing  (e.g.,  religious 
faith  healing)  that  have  been  preserved 
because  of  cultural  isolation.  As  with  other 
aspects  of  the  stereotypical  image  of 
Appalachia,  the  notion  ol  the  region  as  a 
unique  reservoir  of  folk  and  traditional  heal- 
ing systems  has  been  perpetuated  in  the  acad- 
emic literature  as  well  as  in  the  popular  cul- 
ture. Although  this  belief  would  appear  to  be 
relatively  benij^n,  it  plays  a  significant  sup- 
porting role  in  maintaining  the  stereotypical 
concept  of  Appalachia's  health  problems.  A 
frequent  corollary  to  this  view  is  that  people 
in  Appalachia  are  not  only  unusually  attracted 
to  alternative  healing  systems  but  also  unusu- 
ally handicapped  by  their  adherence  to  such 
systems.  Their  especially  stubborn  adherence 
to  traditional  and  folk  medical  systems, 
according  to  this  perspective,  prevents  them 
from  taking  full  advantage  of  the  benefits  of 
scientific  biomedicine. 

This  perspective  is  misleading,  not  because 
it  is  not  true  that  alternative  healing  systems 
persist  and  flourish  in  Appalachia,  but  because 
alternative  healing  systems  persist  and  flour- 
ish everywhere  (Hufford  1992).  Because  adher- 
ence to  alternative  forms  of  healing  is  com- 
monly viewed  as  characteristic  of  only  certain 
groups  of  people  (e.g.,  certain  ethnic  groups, 
the  less  educated,  the  culturally  isolated),  the 
myth  that  such  healing  systems  are  uniquely 
prevalent  in  Appalachia  is  congruent  with 
popular  misconceptions  about  both  alterna- 
tive healing  systems  and  Appalachia.  It  is  true 
that  in  Southern  Appalachian  communities 
there  are  herbal  healers  whose  healing  prac- 
tices have  historic  ties  to  traditional  Native 
American  remedies,  that  there  is  a  "powwow" 
tradition  of  healing  in  Pennsylvania  that  was 
brought  to  the  area  by  German-speaking  set- 
tlers, and  that  there  are  many  churches  in  the 
region  that  practice  variations  of  "faith  heal- 
ing." These  practices  have  attracted  the  atten- 
tion of  many  folklorists  and  cultural  preserva- 
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tionists  with  a  legitimate  interest  in  under- 
standing and  recording  such  varieties  of  folk 
medicine.  It  is  also  true,  however,  that  amaz- 
ing numbers  of  wide-ranging  alternative  heal- 
ing practices  flourish  in  all  American  commu- 
nities outside  of  the  region.  The  variety  of 
"health  food"  stores,  occult  bookstores,  and 
advertisements  for  homeopaths,  naturopaths, 
iridologists,  acupuncturists,  and  reflexologists 
apparent  in  any  university  community  sug- 
gests that  it  is  the  highly  educated  and  cultur- 
ally cosmopolitan  who  are  most  attracted  to 
alternative  healing  systems.  Cavender  (1992), 
writing  about  the  southern  part  of  the 
Appalachian  region  in  particular,  noted  that 
"the  erroneous  assumptions  and  lingering 
misconceptions  about  the  use  of  folk  medi- 
cine" in  the  region  have  been  particularly 
congruent  with  "a  uniformistic  view 
of  the  Appalachian  South  as  a  culturally 
retarded  region  characterized  by  outmoded 
beliefs  and  behaviors"  (p.  170.) 

To  see  a  clear  picture  of  the  state  of  health 
in  Appalachia,  we  need  to  free  ourselves  from 
these  erroneous  and  dangerous  misconcep- 
tions that  distort  our  vision  of  the  region. 
Where  particular  health  problems  are  unusu- 
ally prevalent  in  the  region,  we  must  look  for 
causes  other  than  genetic  inbreeding,  charac- 
terological  defects,  or  overreliance  on  folk 
healing  practices  for  explanations. 

Patterns  of  Health  and  Disease 
in  Appalachia 

One  indicator  of  people's  health  status  is  the 
particular  pattern  of  diseases  from  which  they 
suffer  and  die.  Disease  patterns  vary  greatly 
from  society  to  society  and  have  changed  in 
our  own  society  from  one  historical  era  to 
another.  To  a  large  extent,  every  society  deter- 
mines the  diseases  that  will  afflict  its  members 
and  how  these  diseases  will  be  distributed 
among  particular  social  groups.  By  examining 
the  patterns  of  disease,  we  can  learn  about  the 
"social  production"  of  health  and  illness.  By 
examining  patterns  of  disease  in  Appalachia, 


we  can  learn  about  the  social  arrangements 
that  produce  these  patterns  and  about  the 
kinds  of  actions  that  might  be  undertaken 
to  improve  the  health  of  people  in  the  region. 

Limitations  of  Data  on  Disease  Patterns 

Examining  patterns  of  disease  requires 
access  to  data  that  are  collected  with  a  high 
degree  of  precision  and  uniformity  for  the 
entire  population  of  interest.  Unfortunately, 
few  existing  data  sets  meet  these  requirements 
for  the  Appalachian  region  as  a  whole. 
Although  one  might  wish  to  know,  for  exam- 
ple, about  the  occurrence  of  chronic  obstruc- 
tive pulmonary  disease  in  Appalachia,  there 
is  no  way  to  determine  the  incidence  (number 
of  new  cases)  or  prevalence  (number  of  exist- 
ing cases)  of  this  health  problem.  To  deter- 
mine this  with  any  degree  of  accuracy,  it 
would  be  necessary  for  all  people  with  this 
health  problem  to  see  a  physician  and  receive 
an  official  diagnosis  and  for  all  physicians  to 
report  the  diagnosis  to  a  central  data  registry. 
Neither  of  these  conditions  is  met  in  our  cur- 
rent system  of  health  care.  For  the  most  part, 
the  best  available  data  comprise  information 
on  the  conditions  that  cause  deaths  because 
(1)  the  law  requires  every  death  to  be  regis- 
tered with  a  death  certificate  that  includes  a 
physician's  judgment  about  the  cause  of 
death,  and  (2)  this  information  about  the 
cause  of  death,  is  collected  by  all  state  health 
departments  and  reported  to  a  central  registry. 

Nonetheless,  even  mortality  statistics  have 
serious  limitations  as  indicators  of  the  health 
of  a  population.  These  statistics  include  infor- 
mation only  on  diseases  that  are  serious 
enough  to  cause  death.  They  depend  on  a 
physician's  judgment  about  the  cause  of  a  per- 
son's death,  which  sometimes  may  be  based 
on  a  careful  autopsy  and  other  times  may  be 
based  on  a  more  cursory  deduction.  Mortality 
statistics  often  ignore  the  complexity  of  inter- 
acting diseases  that  may  actually  cause  a  per- 
son's demise  and  instead  simplistically  focus 
on  identifying  a  single  disease  as  the  main 
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cause  of  death.  In  addition,  because  many  dis- 
eases, such  as  cancer,  frequently  exist  for  20 
years  or  more  between  initial  occurrence  and 
eventual  death,  the  conditions  that  initially 
gave  rise  to  the  disease  may  be  hard  to  deduce 
at  the  time  of  death.  In  sj:»ite  of  these  limita- 
tions, mortality  data  provide  useful  intoniia- 
tion  for  describing  patterns  of  disease  in 
Appalachia  and  illuminating  some  of  the 
sources  of  these  disease  patterns. 

One  further  limitation  of  the  mortality 
statistics  presented  in  this  chapter  needs  to 
be  emphasized.  When  mortality  data  are 
examined  for  geographic  units  as  small  as 
counties,  especially  rural  counties  with  popu- 
lations of  only  a  few  thousand  people,  annual 
rates  can  fluctuate  widely  from  year  to  year 
because  of  random  Viiricitions  in  Ihc  nuiuher 
of  deaths  that  occur  in  compdrisoii  with  the 
small  population  used  as  the  denominate^-  tor 
computation  of  the  rate.  To  diminish  the  risk 
of  being  misled  by  such  random  fluctuations 
when  examining  rural  counties  with  small 
populations,  most  of  the  rates  presented  in 
the  following  discussion  are  based  on  a 
5-year  average  rather  than  on  a  single  year. 
Nevertheless,  many  of  the  data  presented  in 
the  following  sections — especially  for  units  as 
small  as  rural  counties — should  be  interpreted 
with  great  caution.' 

Infant  Mortality  Rates 

Among  the  available  data,  rates  of  infant 
mortality  (deaths  occurring  before  the  age  of 
1  year)  are  an  especially  useful  indicator  of  a 
population's  general  health  status.  Not  only 
are  infant  deaths  a  particularly  tragic  event 
and  a  public  health  challenge  in  and  of  them- 
selves, but  also  infant  mortality  rates  provide 
evidence  regarding  more  general  public  health 
concerns  such  as  health  care  access,  environ- 
mental factors,  nutrition,  education,  and  sani- 
tation and  regarding  lifestyle  factors  such  as 
tobacco  use  and  alcohol  consumption.  For 
example,  the  fact  that  the  United  States  infant 
mortality  rate  is  higher  than  that  of  many 
other  industrialized  countries  suggests  that 


serious  matters  related  to  health  and  health 
care  in  our  country  are  in  uvcd  ot  much 
improvement. 

The  infant  mortality  rate  lor  the  entire 
Appalachian  region  is  currently  the  same  as 
the  rate  tor  the  I'nited  States  as  a  whole.  The 
rate  of  infant  deaths  per  1,000  li\e  births  be- 
tween 1984  and  1988  for  both  the  United 
States  and  the  .Appalachian  region  was  10.4 
(see  Appendix  A).  Significant  impro\'ements 
in  Appalachian  infant  mortalitx  in  recent 
years  provide  some  basis  for  o[)timism  about 
public  health  .ucoiuplishments  in  the  region 
over  the  past  two  decades.  A  recent  report  to 
the  .Appalachian  Regional  ("ommission  (.ARC.) 
noted.  "B\-  the  end  of  the  I^^SOs,  fewer  chil- 
dren were  horn  in  \p[).iLn  hid,  hut  significant- 
l\  more  sur\  i\ed  than  in  the  196()s.  lour 
thousand  intants  bom  m  M'88 — who  might 
ha\e  died  in  the  \^)(-)(h — survived  to  their 
first  birthda\"  (l.ewis-ldema  1990,  [).  7). 
Within  the  region,  however,  marked  varia- 
tions in  infant  mortality  rates  remain,  with 
not  all  communities  sharing  equally  in  the 
progress  made. 

This  same  report  notes  a  concern  that  "the 
number  of  counties  with  infant  mortality  rates 
aboNc  ISO  percent  of  the  L'.S.  average  is  in- 
creasing. In  1^)70,  70  AppaKu  hian  counties 
( 1  7.6  percent  ot  the  tolali  had  infant  mortality 
rates  greater  tlian  1  SO  percent  ot  the  I'.S. 
average.  During  the  198()s,  approximately 
65  counties  had  such  high  rates,  and  the 
number  fell  to  57  in  198S.  However,  since 
that  time,  the  numlier  of  counties  with 
exceedingly  high  infant  mortalit}  rates  has 
increased  each  year,  reaching  77  by  1988" 
(Lewis-ldema,  1990,  p.  7). 

Figure  1  provides  a  map  showing  how  coun- 
ties with  higher  rates  of  infant  mortality  are 
distributed  in  the  AppalachicUi  region.  The  20 
percent  of  counties  with  the  highest  infant 
mortality  rates  in  the  1984-1988  period  are 
shown  in  black  with  the  others  in  white.  The 
mean  county  infant  mortality  rates  for  these 
groups  are  15.2  and  9.1,  respectively.  It  is 
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Infant  mortality  rates  in 
ARC  counties,  1984-1988 


County  Infant 
Mortality  Rates 

1:  Lowest  80'X. 
Highest  20'K) 


Source:  HRSA. 


important  to  reemphasize  the  necessity  for 
caution  in  the  interpretation  of  these  county 
infant  mortality  rates.  Although  the  rates  are 
accurate  for  the  years  shown,  a  small  popula- 
tion can  produce  a  high  rate  in  a  county  with 
a  small  number  of  infant  deaths,  and  these 
rates  can  change  greatly  from  year  to  year.  The 
general  patterns  revealed  by  the  map  are  more 
valid  than  the  rates  for  any  particular  county. 


The  patterns  revealed  by  the  map  and  an 
analysis  of  the  differences  between  counties 
according  to  their  infant  mortality  rates  show 
that  those  counties  with  higher  infant  mortal- 
ity rates  also  have  a  higher  percentage  of  peo- 
ple living  in  poverty,  a  lower  per  capita  in- 
come, a  higher  official  unemployment  rate, 
and  a  lower  median  age.  The  percentage  of  the 
population  classified  as  living  in  poverty,  for 
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example,  is  about  23  percent  for  the  counties 
with  high  infant  mortality  rates  and  18  per- 
cent for  the  other  counties.  The  percentage 
of  the  population  receiving  public  assistance 
income  is  about  45  percent  for  the  counties 
with  high  infant  mortality  rates  and  36  per- 
cent for  the  others.  Counties  with  high  infant 
mortality  rates  also  are  more  likely  to  be  rural. 
Eighty-two  percent  of  the  counties  shown  on 
the  map  as  having  the  highest  infant  mortali- 
ty rates  are  rural.  This  compares  with  only  63 
percent  of  the  lower  mortality  rate  counties. 

Although  liigh  infant  mortality  rates  are 
scattered  throughout  Central  and  Southern 
Appalachia,  two  kinds  of  clusters  can  be  iden- 
tified on  the  map  in  figure  1.  One  cluster  con- 
sists of  22  counties  in  Alabama  and  Mississippi 
whose  most  unieiUL'  demographic  chariictcris- 
tic,  compared  with  the  rest  of  the  region,  is 
a  higher  proportion  of  African-American  citi- 
zens. The  high  infant  mortality  rates  in  these 
counties  reflects  the  national  pattern  in  which 
African-American  infants  die  at  twice  the  rate 
of  white  infants.  In  the  22  counties  in 
Alabama  and  Vlississippi  with  high  infant 
mortality  rates,  African  Americans  constitute 
more  than  10  percent  of  the  population  in  14 
counties,  more  than  20  percent  of  the  popula- 
tion in  9  counties,  and  more  than  30  percent 
of  the  population  in  6  counties. 

These  22  counties  also  have  relatively  low 
per  capita  incomes  and  high  proportions  of 
their  citizens  living  in  poverty.  Nine  counties 
were  listed  by  the  Census  Bureau  in  1990  (U.S. 
Department  of  Commerce  1993)  as  having 
more  than  20  percent  of  their  population  liv- 
ing under  the  official  poverty  level,  and  two 
of  them  had  more  than  30  percent  of  their 
population  living  in  poverty.  Four  of  the  eight 
Mississippi  counties  with  high  infant  mortali- 
ty rates  have  an  official  unemployment  rate 
greater  than  10  percent.  In  addition,  12  of 
these  22  Alabama  and  Mississippi  counties 
were  classified  in  1988  as  "severely  distressed" 
by  ARC  using  the  index  described  by  Couto 
in  Chapter  2  and  presented  in  Appendix  A. 


This  cluster  of  counties  is  prcdominantK  rural 
(17  of  22  counties). 

The  second  cluster  of  counties  with  high 
intant  mortality  rates  identified  in  ligure  1 
consists  of  the  counties  extending  from  north- 
ern lennessee  through  Kentucky  and  West 
\'irginiii.  I  he  most  unicjuc  characteristic  of 
many  of  these  counties  is  their  dependence  on 
the  coalmining  cconcMnw  I  his  cluster  is  also 
predominaiUl\  rural.  Ol  the  M  counties  in 
Kentucky  and  West  Virginia  with  high  rates 
of  infant  mortality  shown  in  ligure  1,  28  are 
classified  as  rural.  These  32  high  infant  mor- 
tality counties  are  also  the  counties  with  the 
highest  rates  of  poverty,  lowest  levels  of  edu- 
cational attainment,  and  highest  levels  of 
unemployment  in  the  .Appalachian  region. 
More  than  20  percent  of  the  population  is 
classified  as  living  in  poverty  in  all  19 
Kentucky  counties  and  in  8  of  the  13  West 
Virginia  counties.  More  than  30  percent  of 
the  population  is  classified  as  living  in  poverty 
in  1  1  Kentucky  counties  and  in  3  West 
Virginia  counties.  I  hrcc  of  the  counties  with 
high  infant  mortality  rates  in  Kentucky  have 
more  than  40  percent  of  their  population  liv- 
ing in  poverty,  and  one  of  these  counties  has 
more  than  50  percent.  In  13  of  the  19 
Kentucky  counties,  less  than  50  percent  of  the 
population  has  completed  high  school.  The 
official  unemployment  rate  is  more  than  10 
percent  in  22  of  these  Kentucky  and  West 
Virginia  counties  and  more  than  15  percent 
in  7  counties. 

In  the  Appalachian  region  and  in  our  soci- 
ety in  general,  the  factors  that  contribute  to  a 
greater  likelihood  that  infants  will  die  in  their 
first  year  are  more  prevalent  in  communities 
suffering  from  the  kinds  of  social  distress 
described  above.  According  to  Healthy  People 
2000,  reductions  in  infant  mortality  rates  will 
require  "focus  on  modifying  the  behaviors 
and  lifestyles  that  affect  birth  outcomes"  (U.S. 
Department  of  Health  and  Human  Services 
1991,  p.  364).  It  is  suggested  that  health  care 
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TABLE  1 


Mortality  Rates  per  100,000  in  the  United  States 
and  the  Appalachian  region*  by  cause  of  death,  1988 

Cause  of  Death 

United 
States 

Appalachian  Region 

Total 

Urbant 

Rural$ 

All  causes 

871.7 

1,006.3 

997.7 

1,024.9 

Ischemic  heart  disease 

204.9 

245.5 

240.6 

256.2 

Malignant  neoplasms 

195.0 

219.6 

220.6 

217.4 

Other  cardiovascular  disease 

184.9 

226.6 

228.0 

223.4 

Other  external  causes 

41.6 

41.7 

39.5 

46.3 

Bronchitis,  emphysema,  asthma 

33.3 

39.7 

38.8 

41.6 

Influenza  and  pneumonia 

31.2 

34.5 

33.1 

37.5 

Motor  vehicle  accidents 

19.7 

24.8 

21.6 

31.6 

Infectious  and  parasitic  diseases 

19.3 

15.0 

15.3 

14.5 

Cirrhosis  of  the  liver 

10.6 

9.7 

9.9 

9.1 

Other  causes 

131.1 

149.3 

150.1 

147.4 

*At  the  time  these  figures  were  compiled,  there  were  398  count 
the  number  recently  was  increased  to  399. 

ies  designated  as 

Appalachian: 

tUSDA  Rural-Urban  Continuum  Codes  0-5 

tUSDA  Rural-Urban  Continuum  Codes  6-9 

NOTE:  Sums  of  rates  for  specific  causes  do  not  exactly  equal  r 

ite  for  all  causes 

because  of  rounding  hi  calculations. 

Data  Source:  Health  Resources  and  Services  administration,  Area  Resource  File. 


providers  and  individuals  concentrate  on  the 
following  factors: 

Couples  who  wish  to  have  more  children  need 
to  know  more  about  reproduction,  conception, 
and  the  importance  of  reducing  risks  before 
pregnancy.  For  example,  they  should  receive 
comprehensive  risk  assessments  that  identify 
health    problems  or  unhealthy  behaviors 
that  are  addressed  before  pregnancy,  such 
as  smoking,  substance  abuse,  poor  nutrition, 
family/genetic  history,  medical  problems  and 
chronic    illness,  psychosocial  problems,  and 
short  pregnancy  interval  (U.S.  Department  of 
Health  and  Human  Services  1991,  p.  364). 

Healthy  People  2000  also  points  out  that 
women  who  receive  prenatal  care  in  the  first 


trimester  have  better  pregnancy  outcomes 
than  women  who  receive  little  or  no  prenatal 
care.  As  demonstrated  in  the  next  chapter, 
access  to  health  care  in  general — including 
prenatal  care — is  particularly  restricted  in 
many  distressed  rural  Appalachian  counties, 
including  many  of  those  with  higher  rates  of 
infant  mortality. 

Common  Causes  of  Death  in  Appalachia 

Table  1  compares  mortality  rates  for  the 
most  common  causes  of  death  between  the 
United  States  and  the  Appalachian  region  and, 
within  the  region,  between  urban  and  rural 
areas.  Mortality  rates  are  nearly  universally 
higher  for  Appalachia  than  for  the  United 
States.  Within  Appalachia,  rural  mortality 
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HGURE  2 

Percentage  of  population  age 
65  and  older  in  ARC  counties, 
1990 


Percentage  <>f 
County  A^c  6S 
and  Over 

■  At  or  below 
U.S  mean 

■  Above  U.S.  mean 

■  Highest  20  percent 


Source:  MRS  A. 


rates  are  higher  than  urban  rates  for  fixe  of 
nine  specified  causes.  The  most  important 
reason  for  tlie  higher  mortality  rates  in 
Appalachia  is  that  the  population  of  the 
region  is  generally  older.  In  1990,  the  median 
age  in  the  United  States  was  32.8,  compared 
with  34.1  in  Appalachia.  The  percentage  of 
the  population  age  65  and  older  was  12.6 
percent  in  the  United  States,  compared  with 


14.3  percent  in  the  Appalachian  region  (see 
Appendix  A). 

Table  1  shows  higher  rates  of  mortality  in 
the  Appalachian  region  compared  with  the 
nation  as  a  whole  from  all  causes  except  infec- 
tious and  parasitic  diseases  and  cirrhosis  of 
the  liver.  The  highest  single  percentage  differ- 
ence is  in  deaths  from  motor  vehicle  acci- 
dents— a  particularlv  prexalent  cause  of  death 
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nGURE3 


Age-adjusted  mortality  rates 
for  all  malignant  neoplasms, 
in  ARC  counties,  1983-1987 


County  Cancer 
Mortality  Rates 

:'':  Lower  than  U.S. 
rate* 

Same  as  U.S.  rate* 

Higher  than  U.S. 
rate* 

Higher  than  U.S. 
rate  by  >33%* 

*p.  <.05 


Source:  NCI. 


in  rural  communities  where  people  tend  to 
drive  many  more  miles  on  less  safe  roads. 
The  three  leading  causes  of  death  in  both  the 
Appalachian  region  and  the  nation — ischemic 
heart  disease,  malignant  neoplasms,  and 
other  cardiovascular  diseases — account  for 
more  than  two-thirds  of  all  deaths  in  the 
region.  The  greatest  differences  between 
the  Appalachian  and  national  rates  are 


for  ischemic  heart  disease  and  for  other 
cardiovascular  diseases. 

Maps  displaying  the  variations  in  mortality 
rates  for  many  causes  of  death  in  Appalachia 
would  look  very  much  like  maps  showing 
variations  in  age.  Figure  2  shows  how  different 
parts  of  the  region  differ  with  respect  to  age 
by  presenting  the  percentage  of  the  popula- 
tion age  65  and  older.  Northern  Appalachia, 


54     The  AppaUichiu  Lfudcrsliip  Initiiitiw  on  (.aiia-r 


in  particular,  has  many  counties  with  a  rela- 
tively high  proportion  of  elderly  people. 
Many  counties  in  West  V^irginia  and  many 
Blue  Ridge  Mountains  counties  in  North 
Carolina,  which  have  attracted  large  retire- 
ment populations,  also  have  a  high  propor- 
tion of  elderly  people.  The  presence  of  large 
elderly  populations  with  their  more  intensi\'e 
requirements  for  health  care  has  obvious 
implications  for  the  needs  for  health  care 
services  in  these  areas. 

Cancer  Mortality  iti  Appalachia 

For  this  examination  of  patterns  of  mortali- 
ty from  cancer  in  Appalachia,  we  are  fortunate 
to  have  access  to  age-adjusted  rates.  Slk  h  idtt^'s 
are  calculated  through  a  process  that  compen- 
sates for  variations  in  the  ages  of  the  popula- 
tions being  examined  by  statistically  adjusting 
the  rates  to  a  standard  population.  I'igure  A 
displays  the  distribution  of  overall  cancer 
mortality  rates  for  the  region  for  1*^)8 -5- 1987 
based  on  adjusting  all  county  populations  to 
a  1970  standard  population.'  The  result  of  this 
process  is  to  permit  examination  of  possible 
causes  of  cancer  deaths  other  than  age. 

I  he  procedures  used  to  produce  the  data 
in  Figure  3  also  include  a  more  reliable 
method  for  determining  whether  variations 
in  rates  between  counties  are  likely  to  be 
"true  variations"  or  variations  that  can  occur 
caused  by  chance  alone.'  Using  this  procedure, 
county  cancer  mortality  rates  are  determined 
to  be  lower  or  higher  than  U.S.  rates.  In  addi- 
tion, counties  with  a  rate  that  is  statistically 
significant  (nonoverlapping  95-percent  confi- 
dence intervals)  and  more  than  33  percent 
higher  than  the  U.S.  rate  are  given  a  special 
classification.  These  categories  are  displayed 
in  Figure  3. 

Of  the  398  counties  in  the  Appalachian 
region,  67  have  an  age-adjusted  cancer  mortal- 
ity rate  that  is  lower  than  the  U.S.  mean,  and 
37  counties  have  an  age-adjusted  rate  higher 
than  the  U.S.  mean.^  One  county,  Wirt 
County  in  West  Virginia,  has  a  cancer  mortali- 
ty rate  that  is  significantly  higher  than  the 


U.S.  mean  by  more  than  33  percent.  These 
data  suggest  that  when  all  forms  of  cancer  are 
considered  together — and  when  the  data  are 
adjusted  for  the  effects  of  age  differences — 
cancer  is  a  problem  of  about  the  same  magni- 
tude in  Appalachia  as  it  is  in  the  rest  of  the 
United  States.  The  exception  to  this  general- 
ization is  the  string  of  counties  beginning 
in  .Mabama  and  extending  along  the 
Cumberland  Mountains  from  lennessee, 
through  Kentucky  and  West  Virginia,  and  into 
Ohio  and  western  Pennsylvania  where  cancer 
mortality  rates  are  significantly  higher  than  in 
tlie  rest  of  the  nation.  On  the  other  hand,  a 
chain  of  ccnmties  beginning  in  Virginia  and 
continuing  along  the  western  side  of  the  Blue 
Ridge  Mountains  into  South  (  arolina  and 
deorgia  appear  to  lia\e  cancer  mortality 
TcUcs  that  are  lower  than  expected. 

There  is  an  association  between  overall 
cancer  mortality  rates  and  poverty.  .\  greater 
proportion  of  Appalachians  living  in  poverty 
reside  in  high  cancer  rate  counties  than  low 
cancer  rate  counties  (21  percent  \s.  ](•>  per- 
cent, respectively).  Twenty-two  percent  of  the 
high  cancer  rate  counties  were  classified  by 
ARC  as  "severely  distressed"  in  1988  (about 
the  same  as  the  region  as  a  whole),  but  only 
10  percent  of  the  counties  with  low  cancer 
rates  were  classified  as  such  (Appalachian 
Regional  Commission  1992).  However,  for 
mortality  from  all  forms  of  cancer,  the  coun- 
ties with  low  rates  are  more  rural  than  are 
the  counties  with  high  rates.  Seventy-three 
percent  of  low  cancer  rate  counties  and  43 
percent  of  the  high  cancer  rate  counties  are 
classified  as  rural. 

The  map  provided  in  Figure  4  shows  varia- 
tions in  1983-1987  age-adjusted  mortality 
rates  for  the  form  of  cancer  that  is  the  most 
common  cause  of  death — lung  cancer.  In 
1990,  lung  cancer  accounted  for  28  percent 
of  all  cancer  deaths  in  the  United  States — 
more  than  twice  as  much  as  the  second  most 
common  cause  of  cancer  mortality,  colorectal 
cancer  (U.S.  Department  of  Health  and 
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HGURE  4 


Age-adjusted  mortality  rates 
for  lung  cancer,  in  ARC 
counties,  1983-1987 


County 
Lung  Cancer 
Mortality  Rates 

Lower  than  U.S. 
rate* 

Same  as  U.S.  rate 

Higher  than  U.S. 
rate* 

Higher  than  U.S. 
rate  by  >33%* 

*p.  <.05 


Source:  NCI,  State  Cancer  Control  Map  and  Data  Program. 


Human  Services  1991).  The  map  shows  that 
lung  cancer  is  a  particularly  prevalent  problem 
in  Central  Appalachia,  especially  in  many  of 
the  Kentucky  and  West  Virginia  counties  that 
were  previously  shown  to  have  high  rates  of 
infant  mortality  as  well.  Healthy  People  2000 
states  that  "90  percent  of  the  lung  cancer  cases 
in  men  and  79  percent  in  women  are  attribut- 
able to  cigarette  smoking"  (U.S.  Department 


of  Health  and  Human  Services  1991,  p.  141). 
The  Kentucky  Department  for  Health  Services 
(1991)  reports  that  the  Appalachian  areas  of 
the  state  have  the  highest  proportion  of 
cigarette  smokers:  29  percent  of  adults  in 
Kentucky  currently  smoke,  and  in  some 
regions  of  the  state  this  figure  is  as  high  as 
43  percent.  To  the  extent  that  tobacco  use  is 
associated  with  the  kinds  of  low-income  popu- 
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lations  that  also  have  been  shown  to  be  asso- 
ciated with  high  rates  of  infant  mortality,  the 
resemblance  between  Figure  4  and  ligure  1 
can  be  explained.  Lung  cancer  also  has  been 
shown  to  be  associated  with  exposure  to 
radon  decay  products  and  other  enxironmen- 
tal  and  occupational  hazards  such  as  asbestos 
(U.S.  Department  of  Health  and  Human 
Services  1991). 

The  Appalachian  counties  wiili  lung  cancer 
rates  that  are  significantly  higher  tlum  the 
U.S.  mean  have  a  higher  percentage  of  their 
populations  living  in  poverty,  lower  levels  of 
educational  attainment,  and  a  lower  percent- 
age of  their  population  older  than  age  65  than 
the  counties  with  significantly  lower  lung  can- 
cer rates.  Of  the  '^4  counties  that  haw  ii  lung 
cancer  mortality  rate  greater  than  A.^  percent 
above  the  U.S.  mean,  79  percent  are  rural  and 
SA  percent  were  classified  by  ARC'  as  "se\erely 
distressed"  (Appalachian  Regional 
Commission  1992). 

Other  forms  of  cancer  show  different  pat- 
terns of  variation  within  IIk'  \|ipalachian 
region.  For  example,  colorectal  cancer,  the  sec- 
ond leading  cause  of  cancer  death,  seems  to 
be  a  greater  problem  in  Northern  .Appalachia 
than  in  other  parts  of  the  region.  Twenty- 
three  Appalachian  counties  have  age-adjusted 
colorectal  cancer  mortality  rates  significantly 
higher  than  the  national  rate.  Eleven  of  these 
are  in  Pennsylvania,  six  in  Ohio,  two  in  New 
York,  and  one  each  in  Maryland,  South 
Carolina,  and  West  Virginia.  Twelve  counties 
significantly  exceed  the  national  colorectal 
cancer  mortality  rate  by  more  than  33  percent. 
These  counties  include  Bedford,  Cameron, 
Elk,  Juniata,  Lackawanna,  Montour,  and 
Potter  counties  in  Pennsylvania;  Cortland 
and  Delaware  counties  in  New  York;  Athens 
and  Scioto  counties  in  Ohio;  and  Cherokee 
County  in  South  Carolina.  Eighty-two 
Appalachian  counties  have  a  colorectal  cancer 
mortality  rate  significantly  lower  than  the 
national  rate.  The  Appalachian  counties  with 
a  high  colorectal  cancer  mortality  rate  have 


a  higher  level  of  educational  attainment,  a 
lower  percentage  of  their  population  in  pover- 
ty, and  a  smaller  percentage  of  their  popula- 
tion who  are  African  American  than  the  coun- 
ties with  low  rates.  None  of  the  23  counties 
with  a  high  rate  of  colorectal  cancer  were  clas- 
sified by  ARC  as  "severely  distressed"  in  1988 
(Appalachian  Regional  (x)mmission  1992). 

Healthy  People  2(H)()  notes  the  potential 
role  of  a  low-fat,  high-fiber  diet  for  decreasing 
the  incitlence  of  colorectal  cancer  (U.S. 
Department  of  Health  aiul  Human  Ser\ices 
1991).  It  also  emphasizes  the  importance  of 
early  detection  efforts  and  of  applying  state- 
of-the-art  therapy  for  decreasing  colorectal 
cancer  mortality. 

Seven  AppalachicUi  tounlies  ha\e  age- 
adjusUi!  breast  cancer  mortalitx  rates  signifi- 
cantly higher  than  the  national  rate,  and  three 
of  these  significantly  exceed  the  U.S.  mean  by 
more  than  33  percent.  1  hese  three  counties 
are  Schoharie  Counts'  in  New  York,  Clermont 
Cc:)unt\'  in  Ohio,  and  Ohio  County  in  West 
Virginia.  Fifty-se\en  counties  have  age-adjust- 
ed rates  of  breast  cancer  mortality  lower  than 
the  national  rate.  Breast  cancer  mortality  in 
.Appalachia  has  a  direct  relationship  with 
socioeconomic  status,  with  the  counties 
with  high  rates  haxing  higher  |)er  Ciipita 
income  and  higher  le\"els  of  educational 
attainment  than  the  ccninties  with  low  rates. 
The  counties  with  the  lower  rates  of  breast 
cancer  also  have  a  higher  percentage  of  their 
population  who  are  African  American  than 
the  counties  with  the  higher  rates.  None  of 
the  counties  with  high  breast  cancer  mortality 
rates  were  classified  by  .ARC  as  either  "dis- 
tressed" or  "severely  distressed"  (Appalachian 
Regional  Commission  1992).  The  higher 
prevalence  of  breast  cancer  among  higher 
socioeconomic  groups  and  among  whites  in 
Appalachia  is  consistent  with  national  pat- 
terns. Although  overall  rates  for  breast  cancer 
are  lower  in  the  region  than  nationally,  data 
prepared  for  the  University  of  Kentucky  (see 
Figure  1,  Chapter  13,  this  monograph)  show 
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HGURES 


Percentage  of  population 
age  16  to  64  with  a  work 
disability  in  ARC  countieS; 
1990 


County  Work 
Disability  Percent 

At  or  below 
U.S  mean 

Above  U.S.  mean 

Highest  20  percent 


Source:  U.S.  Department  of  Commerce,  1993. 


that  the  breast  cancer  mortality  rate  has  been 
rising  rapidly  in  Central  Appalachia  compared 
with  the  rest  of  the  United  States.  Healthy 
People  2000  emphasizes  the  importance  of 
early  detection — particularly  through  screen- 
ing mammography — for  decreasing  breast  can- 
cer mortality  (U.S.  Department  of  Health  and 
Human  Services  1991). 
Nine  counties  in  the  Appalachian  region 


have  age-adjusted  mortality  rates  for  cancer  of 
the  uterine  cervix  that  are  significantly  higher 
than  the  national  rate,  and  all  nine  of  these 
counties  exceed  the  U.S.  rate  by  more  than  33 
percent.  These  counties  are  Jefferson  and 
Madison  counties  in  Alabama;  Pike  County  in 
Kentucky;  Lowndes  and  Tishomingo  counties 
in  Mississippi;  Jackson  County  in  Ohio; 
Centre  County  in  Pennsylvania;  and  Kanawha 
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and  Mingo  counties  in  West  Virginia.  Fifteen 
counties  have  rates  of  cervical  cancer  mortali- 
ty that  are  significantly  lower  than  the  U.S. 
rate.  The  counties  with  high  rates  have  higher 
proportions  of  their  populations  living  in 
poverty.  The  African-American  population 
of  the  9  counties  with  high  rates  of  cervical 
cancer  mortality  averages  10.8  percent  of  the 
total  population,  compared  with  only  1.6  per- 
cent in  the  15  counties  with  low  rates.  None 
of  the  15  counties  with  low  rates  of  cervical 
cancer  mortality  were  classified  as  "distressed" 
or  "severely  distressed"  by  ARC  in  1988,  hut 
3  of  the  9  counties  with  high  rates  were  so 
rated.  There  does  not  appear  to  be  a  relation- 
ship between  cervical  cancer  mortality  and 
rural/urban  county  classification  in 
Appalachia  (Appalachian  Regional 
Commission  1992).  The  association  between 
cervical  cancer  and  low  socioeconomic  status 
and  the  higher  rate  among  African  Americans 
than  among  whites  in  the  Appalachian  region 
are  consistent  with  national  data. 

Work  Disiihility  as  an  Appahuhiun 
Health  Problem 

To  be  "work-disabled" — limited  or  unable  to 
work  because  of  a  health  problem — is  to  suffer 
a  major  challenge  to  one's  well-being.  For 
many  people,  being  unable  to  work  means 
being  unable  to  keep  one's  self  and  family  out 
of  poverty.  In  addition,  work  is  a  highly  val- 
ued activity  in  our  society,  and  what  one  does 
for  a  living  is  a  major  part  of  one's  identity 
and  sense  of  self-respect.  Figure  5  shows  how 
rates  of  work  disability  for  people  age  16  to  64, 
the  prime  working  years,  are  distributed  across 
the  Appalachian  region.  Counties  are  classi- 
fied as  being  at  or  below  the  U.S.  mean  or 
above  the  U.S.  mean,  with  an  additional  cate- 
gory for  the  20  percent  of  counties  with  the 
highest  rates  of  work  disability. 

In  contrast  to  the  mortality  rates  related  to 
specific  diseases  previously  discussed  in  this 
chapter,  measures  of  rates  of  work  disability 
provide  a  more  generalized  indication  of 


health.  Although  work  disabilitx'  may  be  con- 
nected with  a  wide  variety  of  diseases — and  in 
many  cases  the  connection  with  a  particular 
disease  may  be  medically  ambiguous — to  be 
work-disabled  is  ccrtainlx  to  he  in  ill  health. 
Work  disahilit\  is  a  prnchKt  ol  .\\\  ineliNidual's 
capabilities  and  tlie  cinploN  iiient  opportuni- 
ties available  in  a  particular  community  as 
much  as  of  the  presence  of  a  diagnosable 
medical  disease  or  injur\ 

Figure  5  shows  that  work  disahilit\-  is  a 
particularK'  prevalent  IkmHIi  problem  in 
A[ipalachia — particularK  rural  Appalachia. 
Northern  Appalachia  has  the  highest  propor- 
tion of  counties  with  work  disability  rates  that 
are  equal  to  or  below  the  L'.S.  mean,  and  these 
tend  to  be  clustered  arouiul  Pittsburgh  and 
Frie  in  western  I'ennsx  Kania,  thu  Delaware 
Ri\er  X'alley  in  eastern  t'cnnsx  l\  cUiia,  and 
BinghcUiiton,  New  ^ork.  In  (  entral  and 
Southern  Appalachia,  metropolitan  counties 
are  almost  exclusiveh'  those  with  lower  rates 
of  work  disability  such  as  the  suburban  coun- 
ties in  Atlanta,  Georgia;  the  suburban  counties 
of  Birmingham  a\\(\  tin,'  1  lunts\  illc  area  in 
Alabama;  Cireein  ille  and  Spartanburg  counties 
in  South  Carolina;  and  the  counties  near 
Winston-Salem,  North  Carolina. 

On  the  other  hand,  there  is  a  striking  and 
large  cluster  of  counties  with  especially  high 
rates  of  work  disability,  which  includes  the 
northern  Tennessee  counties,  the  vast  majori- 
ty of  the  Kentucky  counties,  and  significant 
numbers  of  counties  in  Ohio,  Virginia,  and 
West  Virginia.  Again,  many  of  these  counties 
previously  have  been  shown  to  have  higher 
rates  of  infant  mortality  and  cancer  mortali- 
ty— especially  for  lung  cancer.  The  web  of 
poverty,  disease,  unemployment,  and  work 
disability  is  both  complex  and  strong.  Many 
disability  claims,  as  in  black  lung  benefits 
(Smith  1981),  are  related  to  work;  disease  and 
injury  can  profoundly  limit  a  person's  ability 
to  work;  and  unemployment  itself  is  a  major 
risk  factor  for  illness  (Brenner  1983). 
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Conclusion 

A  historical  or  cross-national  perspective 
demonstrates  that  societies  have  a  great  deal 
to  do  with  determining  how  their  members 
will  get  sick  and  how  they  will  die.  Societies 
also  determine  how  resources  for  disease 
prevention  and  care  of  the  sick  will  be  distrib- 
uted among  their  members.  This  chapter 
gives  some  indication  of  where  Appalachian 
communities  fit  into  the  contemporary 
distribution  of  health  and  sickness  in 
American  society. 

With  the  exception  of  a  few  diseases  that 
are  associated  with  affluence,  a  relationship 
between  a  wide  variety  of  indicators  of  poor 
health  status  and  low  income  levels  has 
been  demonstrated  among  the  people  of 
Appalachia.  The  causal  relationships  between 
wealth  and  health  are  undoubtedly  complex, 
so  that  lower  income  groups  may  experience 
a  combination  of  decreased  access  to  health 
care,  increased  risk  to  occupational  and  envi- 
ronmental hazards,  and  a  greater  tendency 
toward  lifestyle  habits  that  correlate  with  a 
low  sense  of  control  over  one's  destiny.  There 
is  no  question,  however,  that  poverty  is  dan- 
gerous to  your  health. 

Although  concentrating  on  Appalachia  as 
an  identifiable  geographic  region,  this  discus- 
sion has  emphasized  both  (1)  the  impressive 
variation  that  exists  within  the  region  and  (2) 
the  continuities  that  exist  between  the  prob- 
lems experienced  by  people  in  the  region  and 
the  problems  experienced  by  other  population 
groups  in  our  nation.  If  anything  is  unique 
about  Appalachia,  other  than  the  stereotypical 
image  developed  and  maintained  in  the  wider 
culture,  it  may  be  the  way  that  the  region  iso- 
lates and  magnifies  so  many  of  the  problems 
and  potential  solutions  that  are  more  generic 
to  American  society. 


Notes 

1.  An  example  might  be  helpful  for  illustrat- 
ing the  hazards  of  drawing  conclusions  from 
rates  based  on  small  populations.  For  example, 
say  county  A  and  county  B  each  has  a  popula- 
tion of  10,000.  In  1  year,  four  people  die  from 
disease  X  in  county  A,  and  six  people  die  from 
the  same  disease  in  county  B — an  occurrence 
that  could  easily  happen  because  of  chance 
alone.  Because  most  mortality  rates  are  con- 
ventionally reported  as  number  of  deaths  per 
100,000  population,  the  mortality  rate  from 
disease  X  would  be  40  for  county  A  and  60  for 
county  B.  In  addition,  because  the  50-percent 
higher  rate  in  county  B  is  caused  by  a  differ- 
ence of  only  two  deaths,  it  would  be  haz- 
ardous to  draw  any  conclusions  from  such 
small  numbers.  In  the  following  year,  the  rela- 
tive numbers  of  deaths  in  these  two  counties 
would  probably  be  very  different. 

2.  The  State  Cancer  Control  Map  and  Data 
Program  was  developed  through  the  Early 
Detection  Branch  of  the  Division  of  Cancer 
Prevention  and  Control  and  the  Clinical 
Epidemiology  Branch  of  the  Division  of 
Cancer  Etiology  of  the  National  Cancer 
Institute.  The  Division  of  Chronic  Disease 
Control  and  Community  Intervention  of  the 
Center  for  Chronic  Disease  Control  and 
Community  Intervention,  Centers  for  Disease 
Control  and  Prevention,  also  was  involved  in 
the    programming.  The  American  Cancer 
Society  provided  additional  assistance  in 
several  technical  aspects  of  program  develop- 
ment as  well  as  financial  support.  The  pro- 
gram (which  is  "user-friendly")  is  available 

to  the  public  from  the  National  Technical 
Information  Service  (NTIS),  Research  Services 
Department,  5285  Port  Royal  Road, 
Springfield,  VA  22161,  telephone 
(703)  487-4650. 
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3.  NCI's  State  Cancer  Control  Map  and  Data 
Program  calculates  95-percent  confidence 
intervals  for  each  county  rate  and  determines 
that  the  county  rate  is  significantly  higher  or 
lower  than  the  U.S.  rate  if  the  confidence 
interval  does  not  overlap  the  U.S.  mean.  This 
procedure  of  accessing  statistical  significance 
enhances  the  probability  that  observed  differ- 
ences in  rates  arc  nc:)t  caused  by  random  varia- 
tion. On  the  other  hand,  this  procedure 
means  that  a  rural  count}'  with  a  siuall  popu- 
lation would  ha\e  to  produce  an  extremely 
deviant  rate  in  order  to  achieve  statistical  sig- 
nificance. 

4.  The  data  provided  are  based  on  a  total  of 
398  Appalachian  counties.  The  number  was 
recently  increased  to  399. 
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CHAP 

T 

E     R         3 

Action 

Steps 

▼ 

1.  Use  a  broad  definition  of  health, 

4.  Compare  local  health  status,  includ- 

such as  that  adopted  by  the  World  Health 

ing  cancer,  with  state  and  national  mea- 

Organization (WHO),  where  health  is 

surements. 

seen  as  a  state  of  complete  physical, 

mental,  emotional,  and  social  well- 

5.  Establish  a  health  profile  of  your 

being  and  not  merely  the  absence  of 

area,  and  place  cancer  within  it. 

disease  or  disability. 

6.  Identify  cultural  assumptions  about 

2.  Support  efforts  to  improve  tracking 

local  health  practices  and  beliefs  within 

systems  and  data  collection  in  your  local 

your  coalition,  and  address  their  founda- 

area to  better  measure  the  health  status 

tion,  accuracy,  and  validity. 

and  needs  of  local  residents. 

7.  Assess  how  the  knowledge,  attitudes. 

3.  Collect  measures  of  local  health  sta- 

and behaviors  of  people  in  your  commu- 

tus. Identify  health  trends.  Identify  gaps 

nity  affect  their  cancer  risks. 

in  the  measures. 

CHAPTER    4 


Health  Care  Services 
in  Appalachia 


Bruce  Behr'mger 


Atldrcssiiig  cancer  control  <\\\l\  prcxcn- 
tion  issues  in  a  communitx'  has  two 
related  paths.  First,  a  cominunit\  j;roup 
must  learn  how  people's  knowledge,  attitudes, 
and  behaviors  affect  their  cancer  risk  and  sus- 
ceptibility. Second,  a  community  must  assess 
the  availability  and  accessibilit\'  of  health  sys- 
tem resources  and  programs  needed  to  address 
cancer  control,  care,  and  prevention. 

Overview  of  Rural  Health 

The  vast  majority  of  the  land  area  and  pop- 
ulation of  Appalachia  is  classified  as  rural.  Re- 
gardless of  whether  one  uses  population  densi- 
ty or  location  cnitside  a  standard  metropolitcUi 
statistical  area  to  define  rurality,  two-thirds 
of  Appalachia's  counties  and  populatic^n 
are  characterized  as  rural,  compared  with 
one-fourth  of  the  total  U.S.  population 
(U.S.  Congress,  Office  of  Technology 
Assessment  1990). 

The  health  care  system  in  Appalachia  mani- 
fests the  national  problems  with  rural  health 
care.  Despite  the  region's  health  care  services 
being  spread  across  13  states,  general  charac- 
teristics of  the  system,  health  care  providers, 
and  financing  difficulties  in  Appalachia 
reflect  common  characteristics  of  national 
rural  health. 

►  Many  Appalachian  communities  suffer 
from  the  maladies  of  dependence  on  single 
industries,  persistent  poverty,  and  higher  con- 
centrations of  the  uninsured,  underinsured, 
and  elderly  (Behringer  1992). 


►  Appalachijii  health  care  [iro\  iders  are 
generally  solo  primary  care  physicians — a 
disappearing  breed.  I  he  existing  general 
and  family  physicians  are  older  (Barnett 
and  Midtling  1989),  and  younger  physicians 
increasingly  are  electing  to  become  specialist 
physicians  (Kassebau  and  Szenas  1992). 

►  linancing  ol  health  scr\  ices  in  rural  areas 
traditionally  has  shown  a  pattern  of  lower 
costs  and  lower  wages,  inevitably  being  fac- 
tored into  resulting  lower  reimbursement  for 
services.  This  places  strains  on  financing  new 
buildings,  ecjuipment,  and  ser\ice  programs; 
makes  practice  ojiportunities  less  competitive 
for  [^rimar)'  care  proxiders:  and  tloes  not  rec- 
ognize the  extra  costs  and  lack  of  economies 
of  scale  inherent  in  rural  operations. 

Each  of  these  factors  negatively  influences 
the  ability  of  a  community  health  care  system 
to  promote  and  sustain  cancer  prevention 
and  control  efforts.  .All  in  all,  however,  the 
vibrancy  and  resilience  of  communities  to 
adopt  new  and  innovative  approaches  as  well 
as  the  ongoing  commitment  and  sacrifice  of 
their  care  providers  have  kept  community 
health  care  systems  afloat  during  hard  times. 
This  is  not  a  new  phenomenon.  It  has  been 
traced  through  the  legend  of  individuals  like 
the  doctors  on  horseback,  through  organiza- 
tions like  the  Frontier  Nursing  Service,  and 
through  developments  like  the  Appalachian 
Regional  Hospital  system  and  collective 
actions  of  consumers  such  as  the  United 
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Mine  Workers  of  America  (UMWA)  Welfare 
and  Retirement  Fund. 

Health  systems  in  Appalachia  that  have 
not  "stayed  afloat"  generally  suffer  from  two 
major  contributing  characteristics:  (1)  prob- 
lems of  patient  access  to  health  care  systems, 
some  directly  related  to  financing  of  care;  and 
(2)  the  lack  of  health  care  professionals.  Each 
characteristic  is  described  below  along  with 
examples  of  innovative  solutions  that  have 
been  generated  to  address  it. 

Accessibility  to  Health  Services 
and  Financial  Issues 

The  shortage  of  health  professionals  in 
Appalachian  counties  obviously  affects  the 
availability  of  care.  This  shortage  influences 
all  in  the  total  county  population  equally. 
However,  another  important  dimension  of 
health  care — accessibility — more  often  affects 
the  poor,  the  uninsured,  and  the  elderly.  This 


section  discusses  the  problems  of  accessibility 
in  Appalachia  and  some  national,  state,  and 
local  responses. 

A  1989  report  to  the  Appalachian  Regional 
Commission  (ARC)  estimated  that  between 
1.2  million  and  2.6  million  residents  (or  up 
to  13  percent)  of  the  region  are  medically  indi- 
gent (Swartz  and  Holahan  1989).  The  variance 
in  the  estimate  indicates  the  uneasiness  that 
many  have  with  the  subject  of  medical  indi- 
gence. It  is  hard  to  quantify  but  very  easy 
to  qualify. 

Medical  indigence  has  many  roots,  includ- 
ing poverty,  disability,  underemployment, 
and  unemployment.  Medical  indigence  also 
has  many  consequences.  Limited  financial 
resources  affect  people's  ability  to  obtain 
expensive  health  care  and  to  purchase  needed 
medications  for  illnesses.  People  must  make 
difficult  decisions  regarding  paying  for  health 
care  out  of  limited  living  expenses — decisions 
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that  too  often  include  choosing  not  to  receive 
health  services,  delaying  care  when  sick,  not 
seeking  preventive  care,  or  failing  to  adhere 
to  prescibed  treatment  protocols.  From  the 
patient  perspective,  medical  indigence  is 
defined  by  a  series  of  "no-win"  discrete 
personal  choices. 

From  a  health  care  system's  viewpoint, 
medical  indigence  describes  the  situation 
of  the  portion  of  the  population  without  ade- 
quate resources  to  pay  for  care.  In  social  policy 
circles,  medical  indigence  results  in  iiuli,L;ont 
care,  charity  care,  bad  debt,  or  uncollectible 
accounts.  Throughout  the  country,  the  short- 
fall of  resources  costs  providers  billions  of 
dollars  in  lost  revenues,  and  it  forces  collec- 
tion policies,  which  too  often  ri'siilt  m   'ijsh 
payment  only"  signs  in  waiting  rooms. 

Local  invisible  systems  of  care  for  this  group 
may  include  charity  care  proxidcd  and  written 
off  by  emergency  rooms  and  loLdl  pro\  idcrs, 
long  trips  to  state-sponsored  teaching  hospital 
clinics,  and  services  from  local  health  tk'part- 
ments,  free  clinics,  and  communit\  lK\ilth 
centers  when  available.  No  one  can  guess  the 
amount  of  care  not  being  provided  to  the 
underserved,  part  of  the  40  percent  of  health 
care  conditions  that  go  unattended  each  year 
(National  Center  for  Health  Statistics  1989), 
because  no  one  can  calculate  the  amount  now 
given.  The  amount  and  organization  of  com- 
munity resources  vary  remarkably,  but  they 
are  too  often  in  short  supply  and  lacking 
many  characteristics  of  good  health  care. 

Much  of  the  discussion  about  reforming 
health  care  systems  and  distributing  resources 
follows  a  basic  set  of  principles  and  beliefs 
about  health  care.  All  health  care  systems 
have  two  missions:  to  promote  good  health 
and  prevent  sickness  and  to  treat  illness. 
Integrated  prevention  and  treatment  services 
understandable  to  the  consumer  should  be 
available  through  multiple  points  of  access 
for  patients. 

Key  characteristics  of  health  care  services 
should  be  promoted,  particularly  their  com- 


prehensiveness, continuity  of  care,  efficiency, 
and  effectiveness.  A  continuum  of  services  for 
residents  should  be  integrated  from  a  patient 
perspective.  Table  1  describes  such  a  continu- 
um ot  scr\  ices  related  to  cancer  prevention 
and  treatment,  which  should  be  available  to 
all  residents.  Although  all  rural  communities 
may  not  to  be  able  to  sujiport  till  these  services 
hnancuill},  it  is  miporlant  that  "systems  link- 
ages" with  other  communities,  including 
those  in  metropolitan  cucas,  be  established 
lUul  maintained  lor  more  complex  services. 
lor  example,  some  local  hospital  services  (sec- 
ondary care)  may  be  available,  but  special  can- 
cer treatment  facilities  (tertiary  care)  may  be 
located  in  major  cities  outside  the  community. 

I  he  sustainahilitN  of  health  care  systems 
has  both  an  internal  conmuinity  and  an  exter- 
nal state  and  national  dimension.  Internally, 
communities  must  be  supportix'e  of  local 
[)ro\  iders  and  use  their  ser\ices.  Rural  resi- 
dents in  Appalachia  suffer  from  the  same 
problems  identified  in  the  national  trend  of 
ruriil  residents  iisjn;.;  iiietro|)olit<ni  health  ser- 
vices; main  times  these  problems  leave  local 
providers  and  hospitals  with  limited  financial 
means  to  sustain  themselves.  Already  suffering 
iiom  a  lack  of  economy  of  scale  in  practice 
(e.g.,  higher  prices  tor  purchasing  smaller 
ciuantities  of  medical  supplies),  these  opera- 
tions are  often  close  to  collapse  and  simply 
do  not  replace  services  or  health  care  provi- 
ders as  they  are  lost.  This  reduces  access  to 
emergency  and  obstetrical  services,  impacts 
access  for  less  mobile  and  often  low-income 
populations,  and  hampers  the  ability  of  com- 
munities to  attract  and  maintain  physicians 
and  other  providers  (U.S.  Congress,  Ofhce  of 
Technology  Assessment  1990). 

External  forces  also  encroach  on  the  capaci- 
ty of  rural  health  systems  to  sur\  i\e.  Already 
faced  with  greater  degrees  of  medical  indi- 
gence, rural  areas  also  are  subject  to  reduced 
reimbursement  rates  from  public  and  some 
private  insurers  simply  because  they  are  rural. 
Recently,  rural  hospitals  have  been  under 
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TABLE  1 


Cancer  prevention  and  treatment 
services  of  the  health  care  system 

Service 

Example 

Health  Promotion 
and  Education 

Breast  Self-Exam 
Instruction, 
Smoking  Cessation 
Classes,  Nutritional 
Counseling 

Disease  Prevention 

Asbestos  Removal, 
Safe  Water  Programs 

Primary  Care 

Screening  and 
Early  Detection 

Colorectal  Screening, 
Mammograms, 
Pap  Tests 

Case  Management 

Coordinating  Cancer 
Treatment  Services 
for  Patients 

Emergency 
Services 

Episodes  of 
Acute  Problems 

Specialty 
Consultation 

Oncology  Diagnosis 
and  Treatment 

Hospital  Care 

Outpatient 
Treatment 

Inpatient  Treatment 

Chemotherapy 
and  Radiotherapy 
Treatments 

Surgery 

Rehabilitation 

Physical  and 
Occupational 
Therapy,  Home 
Health  Care 

attack  for  providing  operations  and  care  for 
certain  diagnosis  categories  because  marginal- 
ly poorer  outcomes  are  generally  found  in 
facilities  treating  smaller  numbers  of  cases 
(Keeler  et  al.  1992).  Overall,  rural  providers 
have  been  the  targets  of  takeovers  and  buy- 


outs by  hospital  and  health  maintenance 
organizations,  depriving  the  local  community 
from  any  sense  of  control  and  responsibility 
for  their  health  systems. 

There  is  no  central  database  of  information 
on  the  numbers  and  types  of  health  care  prac- 
tices that  exist  in  Appalachia.  The  basic  back- 
bone of  primary  care  has  been  private  solo  or 
group  practice  physicians.  The  University  of 
North  Carolina  studied  a  number  of  types  of 
subsidized  primary  care  organizations,  includ- 
ing Appalachian  providers  (Sheps  et  al.  1983). 
That  study  also  describes  comprehensive 
health  centers,  organized  group  practices, 
primary  care  centers,  and  institutional 
extension  practices. 

Both  private  and  subsidized  practices  are 
affected  by  federal  programmatic  efforts.  With 
nearly  35  percent  of  all  health  care  expendi- 
tures being  paid  by  government  in  1990 
(National  Center  for  Health  Statistics  1992), 
the  Health  Care  Financing  Administration  and 
the  Public  Health  Service  have  had  a  record  of 
inconsistent  contradictory  actions  on  support 
of  rural  health  services.  For  example,  programs 
positively  influence  distribution  of  providers 
who  are  negatively  affected  by  lower  rural 
reimbursement  rates.  These  rates  have  a  partic- 
ularly significant  impact  on  Appalachia, 
which  is  highly  dependent  on  medicare  (for 
the  elderly  and  disabled)  and  medicaid  (for 
the  poor)  payments  to  sustain  local  health 
care  systems. 

Health  care  financing  actions  have  consis- 
tently penalized  rural  hospitals  and  practition- 
ers for  being  "low-cost  providers"  through 
lower  reimbursement  payments  than  those 
received  by  metropolitan  hospitals.  On  the 
other  hand,  rural  providers  have  been  the 
beneficiaries  of  specially  targeted  health  sys- 
tems development  and  financing  initiatives. 
Shortages  in  primary  care  providers  and 
low  rural  reimbursement  rates  prompted 
Congress  to  approve  the  Rural  Health  Clinics 
Act  in  1978. 

Appalachian  counties  are  among  the  leaders 
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in  receiving  cost-based  reimburseiiK'nt  for 
medicare  and  medicaid  services  in  rural  short- 
age and  underserved  areas.  Pivotal  in  the  1978 
legislation  was  the  understanding  that  physi- 
cian assistants  and  nurse  practitioners  could 
become  effective  rural  health  care  providers 
if  state  medicaid  programs  were  allowetl  lo 
reimburse  for  their  services.  Therefore, 
Congress  made  rural  health  care  a  required 
service  in  all  state  medicaid  plans,  required 
rural  health  clinics  to  employ  physician  assis- 
tants and  nurse  |iractitioiiers  at  least  60  [)er- 
cent  of  the  time  in  patient  care  (later  reduced 
to  50  percent),  and  required  reimbursement 
that  would  at  least  cover  the  costs  of  pro\id- 
ing  services.  This  reimbursement  enaliled  a 
number  of  rural  communities  throughout 
Appalachia  to  estiihlish  trccstaiKlin,'-;  c  Iiuks. 
The  vast  majority  of  them  continue  to  pro\  itk' 
needed  services  and  represent  a  significant 
source  of  primary  care  and  screening  for  can- 
cer prevention  and  ct)ntrol  services. 

The  federal  attempt  in  198.-?  to  contain 
costs  led  to  significant  cuts  in  pa\ mint  rates 
through  implementation  of  the  prospective 
payment  system  for  hospitals.  This  system, 
which  uses  a  formula  based  on  resources  need- 
ed to  provide  services  according  to  diagnosis, 
created  an  urban-rural  differential  in  standard 
payment  rates.  Consequently,  this  prospective 
payment  system  has  had  the  net  effect  of  clos- 
ing a  number  of  rural  hospitals,  has  made  oth- 
ers financially  marginal,  and  has  forced  still 
others  to  revise  their  mission  significantly. 
Cancer  control  and  treatment  efforts  have 
become  more  regionalized  because  they  are 
costly,  and  many  rural  hospitals  can  not  afford 
to  continue  them.  New  federal  efforts  to  sup- 
port rural  hospitals  financially  and  help  them 
define  their  mission  and  mix  of  services  have 
promoted  demonstration  of  new  models 
(like  the  Essential  Access  Community 
Hospital/Rural  Primary  Care  Hospital  Program 
in  New  York,  North  Carolina,  and  West 
Virginia)  and  provided  fiscal  protection  for 
key  types  of  hospitals  (medicare-dependent 


hospitals,  riUiil  referral  centers,  and  geograph- 
ic reclassification). 

With  the  trend  of  new  health  professionals 
choosing  specialties  rather  than  primary  care 
careers,  Congress  adopted  the  Resource-Based 
Relative  Value  Scale  as  a  means  of  improving 
reiinhursement  for  priuKirx  CcUe  services  while 
reducing  payments  for  more  specialized  proce- 
dures (Physician  Pa\nient  Review  Cx)mmission 
1992).  The  scale  was  enacted  in  1992,  and  the 
long-term  impact  could  help  rural  practition- 
ers' bottom  lines  and  reduce  the  impression 
of  medical  stiuieiits  that  linancial  securit\' 
can  not  be  attained  in  rural  practice. 

Access  to  health  care  ser\  ices  locally  contin- 
ues to  be  a  major  issue  for  federal  and  state 
policymakers.  One  approach,  the  e.xpansion 
ot  i.()inniunit\  -based  s\  stems  of  care,  contin- 
ues to  he  promoted.  One  of  the  most  success- 
ful and  common  approaches  in  Appalachian 
communities  has  been  the  community  health 
center  (C;HC^)  and  migrant  health  center 
(MHC^)  program.  After  a  moribund  period  in 
the  1980s,  C:HCs  were  targeted  for  a  growth 
s|)urt  In  tile  Busli  and  (  linton  administrations 
in  the  199()s. 

Initiated  during  the  "War  on  Poverty"  of  the 
196()s,  community  health  centers  have  played 
a  significant  role  in  Appalachian  communities 
organizing  their  own  health  sxstems.  Kighty- 
five  percent  of  Appalachian  counties  are  desig- 
nated as  medically  underserved  areas,  the 
criterion  for  eligibility  for  CHC  assistance 
(unpublished  data,  U.S.  Public  Health  Service, 
Bureau  of  Primary  Health  Care).  Nearly  half, 
or  162  Appalachian  counties,  are  currently 
served  by  CHCs.  Table  2  indicates  a  large  fed- 
eral investment  in  the  Appalachian  region 
(approximately  13  percent  of  all  national 
grant  funds).  The  more  than  425,000  persons 
served  generally  are  medically  indigent  or 
have  medicare  or  medicaid  insurance. 

The  community  health  centers  represent 
efforts  at  local  community  development  and 
health  systems  development.  Each  center  has 
a  community  board  of  directors  that  is  respon- 
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TABLE  2 


Federal  investment  in 

the  Appalachian  region, 

1992 

Appalachian 

Total 

Number 

Number  with 

Total 

FY  1992 

1991 

Part 

Appalachian 

Designated 

Community 

Percentage 

CHC/MHC 

CHC/MHC 

Counties* 

Medically 
Underserved 

Health  Centers 

Designated 

Appalachian 

Counties  with 

CHC  Programs 

(only) 
Grant  Dollars 

Users 

Alabama 

35 

34 

18 

53 

$5,095,778 

72,249 

Georgia 

35 

27 

7 

25 

1,105,416 

12,681 

Kentucky 

49 

43 

12 

28 

4,296,529 

37,412 

Maryland 

3 

3 

2 

67 

410,331 

4,134 

Mississippi 

20 

19 

8 

42 

3,247,927 

21,770 

New  York 

14 

9 

2 

22 

533,332 

5,468 

North  Carolina 

29 

25 

4 

16 

1,630,850 

6,455 

Ohio 

29 

26 

12 

46 

6,053,881 

34,662 

Pennsylvania 

52 

40 

19 

47 

5,931,632 

90,656 

South  Carolina 

6 

6 

1 

17 

567,332 

1,285 

Tennessee 

50 

49 

31 

63 

5,477,669 

47,511 

Virginia 

21 

19 

8 

42 

1,563,191 

21,496 

West  Virginia 

55 

49 

38 

77 

10,231,602 

111,558 

Total 

398 

349 

162 

46 

46,145,470 

467,337 

*One  county  was 

added  after  the 

?se  figures  were 

?  compiled. 

Data  Source:  Health  Resources  and  Services  Administration,  Bureau  of  Primary  Health  Care  1992 


sible  for  center  operations  and  finances.  Each 
follows  the  principles  of  primary  care  and  pre- 
vention, seeking  8to  provide  personal  health 
services  as  well  as  developing  community  out- 
reach programs.  Each  offers  a  schedule  of 
reduced  fees  for  low-income  patients.  Each 
is  mandated  to  link  with  other  health  and 
human  service  organizations  in  the  commu- 
nity to  build  a  true  system  of  care  for  its 
patients.  After  diagnosing  community  needs, 
many  CHCs  have  developed  special  programs 
for  migrant  agricultural  workers,  the  homeless, 
public  housing  project  residents,  and  persons 
with  AIDS  as  well  as  comprehensive  perinatal 


care  programs  for  pregnant  women  and  chil- 
dren. New  growth  in  CHCs  in  the  1990s  has 
generated  new  interest  in  these  community- 
owned  corporations,  and  a  number  of  new 
center  applications  have  been  generated  dur- 
ing the  past  2  years  for  additional  activities. 
The  federal  government  has  initiated  two 
new  grants  to  assist  communities  with  plan- 
ning and  coordination.  The  Health  Care 
Financing  Administration's  Rural  Hospital 
Transition  Grant  Program  recently  has  assisted 
14  Appalachian  hospitals  in  planning  and 
implementing  activities  to  strengthen  their 
financial  bases  and  diversify  their  services. 
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New  services  have  included  health  profession- 
als recruitment,  development  of  outpatient 
services,  and  planning  for  rural  health  care 
networks.  The  Office  of  Rural  Health  Policy's 
Rural  Health  Outreach  Program  has  provided 
11  grants  to  Appalachian  coalitions  of  health 
and  human  service  organizations  to  demon- 
strate the  effectiveness  of  working  together 
to  address  issues  such  as  emergency  services; 
case  management  for  the  disabled,  the  elderly, 
pregnant  women,  and  children;  and  access  to 
primary  care  services  (Office  of  Rural  Health 
Policy  1991). 

Many  of  these  planning  efforts  demonstrate 
the  complexity  of  today's  health  care  system. 
The  development  of  a  new  service,  such  as 
mammography,  requires  at  least  tour  compo- 
nents, first,  access  to  capital  tor  thi.'  puiUiase 
of  mammography  equipment  is  required, 
which  rural  hospitals,  because  of  their  lower 
bottom-line  profits,  sometimes  cannot  afford. 
Second,  some  source  of  reimbursement  for 
a  patient's  use  of  eqLii[iiiient  is  necessary, 
fortunately,  medicare  and  now  medicaid  in 
most  states  will  pay  hospitals  a  fixed  amount 
on  behalf  of  their  patients.  Considerations 
include  whether  employer-based  health  in- 
surance policies  will  reimburse  for  tests  and 
whether  those  who  are  uninsured  or  nuisi  pay 
providers  themselves  through  deductible  poli- 
cies will  use  the  service.  Third,  patients  must 
want  to  use  the  service;  therefore,  hospitals 
must  promote  community  health  education, 
and  local  physicians  must  provide  patient 
education  about  breast  cancer  risks  and  how 
the  service  will  help  detect  cancer.  And  finally, 
physicians  must  be  available,  trained,  and 
willing  to  read  and  interpret  the  mammo- 
grams and  treat  those  patients  diagnosed  with 
cancer.  The  development  of  any  new  service 
is  complex  and  requires  a  great  deal  of  inter- 
provider  cooperation,  financial  support,  and 
community  demand. 

A  review  of  federal  efforts  also  must  in- 
clude those  of  the  Appalachian  Regional 
Commission,  an  organization  that  looks  at 


the  health  care  issue  from  a  regional  invest- 
ment perspective.  It  has  been  instrumental  in 
making  grant  dollars  available  for  more  than 
the  categorical  program  efforts  described 
above.  Since  1965,  ARC.  has  inwsted 
$106,902,000  in  health  facilities  throughout 
the  region.  Health  projects  totaling  $441  mil- 
lion represent  20  percent  of  total  ARC  dollars 
expended  in  the  25-year  period  of  operation 
(Appalachian  Regional  Commission  1991). 
With  its  broadly  stated  mission  of  regional 
de\elopment,  ARC'  has  matk-  health  care 
Investments  strategically  to  complement  other 
child  development,  education,  community 
dexelopment,  and  liighwa\' expenditures 
within  Appalaehia  i  Appalachian  Regional 
Commission  1''^'  I  i. 

A  1991  stud\  ot  ■^(^^  pre\  ions  \IU  -spon- 
sored primary  health  care  projects,  generally 
funded  on  a  matching  basis  with  state  and 
other  dollars,  showed  that  75  percent  of  the 
organizations  funded  still  operated  primary 
care  services.  ,ARC"  dollars  have  been  creative 
funds,  unfettered  by  the  tight  restrictions  or 
long-term  commitments  usually  proscribed  by 
other  federal  grants.  Although  .ARC's  funding 
for  health  care  has  been  greatly  reduced  in  the 
past  10  years,  ARC  has  been  active  in  studying 
and  tiocunientini;  luMhh  c>ire  issues  prevalent 
in  the  region.  A  1988  study  outlined  alterna- 
tive actions  to  strengthen  fragile  rural  delivery 
systems  in  the  region  (Gianfrancesco  1988). 
ARC  recently  funded  programs  to  help  create 
multiple-employer  insurance  trusts,  to  study 
the  application  of  telecommunications  and 
use  of  fiber-optic  networks  to  make  health 
care  more  accessible  in  rural  areas,  to  improve 
use  of  early  prenatal  care  through  public  infor- 
mation and  education,  and  to  stud\'  the 
impact  of  lower  prospective  payment  system 
reimbursement  from  medicare  on  rural 
Appalachian  hospitals. 

States  also  have  been  involved  in  health 
systems  development  and  special  hnancing 
for  the  underserved.  As  costs  of  medicaid  pro- 
grams continue  to  escalate  and  the  problems 
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of  the  health  care  systems  become  more  visi- 
ble, states  have  begun  to  develop  their  own 
strategies.  These  plans  often  have  been  gener- 
ated through  collaboration  of  a  number  of 
interests  that  combine  the  insider's  perspec- 
tive— state  Offices  of  Rural  Health,  state  health 
departments,  and  medicaid  agencies — with 
the  outsider's  advocacy — professional  medical, 
nursing,  and  public  health  societies  and 
statewide  associations  of  primary  care  physi- 
cians, hospitals,  and  others. 

Medicaid  programs  are  a  federal-state  part- 
nership designed  to  provide  insurance  for 
those  with  very  low  income.  Medicaid  reim- 
burses hospitals,  clinics,  physicians,  nursing 
homes,  and  other  providers  for  services  pro- 
vided to  eligible  patients.  Each  state  is  given 
some  degree  of  flexibility  in  program  eligibili- 
ty, services,  and  benefits  design,  and  each  state 
receives  matching  funds  based  on  a  per  capita 
income  formula.  Established  in  the  1960s, 
medicaid  opened  the  door  to  health  care  for 
many  Americans  for  the  first  time.  States  in 
recent  years  have  been  driven  into  health  care 
reform  debates  because  of  the  rapid  growth  of 
their  medicaid  expenditures,  a  large  portion  of 
which  pays  for  long-term  nursing  home  care 
for  the  elderly.  These  high  costs  are  the  result 
of  federal  mandates  for  expansions  of  eligibili- 
ty as  well  as  inflation  in  national  health  care 
costs.  Several  states  have  initiated  efforts  to 
contain  costs  including  case  management  and 
managed  care  programs  (Medicaid  Bureau 
1992) — the  most  recent  being  major  proposals 
in  Maryland  and  Tennessee.  This  approach 
designates  a  primary  care  provider  (e.g.,  a 
physician)  to  coordinate  the  care  of  the  med- 
icaid patient,  assuring  continuity  of  services 
but  also  reducing  the  patient's  freedom  of 
choice.  A  number  of  Appalachian  states  have 
approved  modified  versions  of  this  scheme, 
but  the  rural  nature  of  Appalachian  counties 
limits  the  potential  cost-savings  impact  of  the 
program. 

A  second  major  focus  of  state  actions  gen- 
erally has  been  at  the  behest  of  organized 


providers;  their  statewide  professional  associa- 
tions and  uninsured  consumers  have  taken 
up  the  issue  of  indigent  care  and  health  care 
reform.  A  significant  portion  of  health  care 
consumers  have  been  faced  with  a  lack  of 
financial  access  to  care,  and  providers  have 
had  to  shift  costs  to  absorb  losses  resulting 
from  services  to  these  patients.  Crisis  points 
were  reached  by  states  in  the  late  1980s,  and 
a  variety  of  innovative  strategies  have  been 
developed  paralleling  states'  long-  and  short- 
range  efforts  to  address  shortages  of  health 
professionals.  Some  approaches  have  included 
insurance  market  reform  for  small  employers, 
reinstatement  of  the  statewide  certificate  of 
public  need  review  for  capital  projects,  expan- 
sion of  medicaid  programs  for  specific  high- 
risk  groups  (e.g.,  children),  tort  reform,  and 
malpractice  insurance  coverage  for  obstetrical 
providers  and  others  (Center  for  Policy 
Research  1992). 

The  private  sector  also  has  made  efforts 
to  develop  and  maintain  systems.  As  is  true 
across  the  country,  much  of  the  health  care 
available  in  Appalachia  has  been  organized 
through  the  private  sector:  private  physicians' 
and  dentists'  offices,  local  community  hospi- 
tals, and  pharmacies.  Public  efforts  of  local 
health  departments  have  supplemented  this 
private  provider  system.  Recently,  with  the 
move  toward  hospital  mergers,  alliances, 
and  diversification,  a  greater  amount  of  care 
is  provided  through  organized  systems  such 
as  multispecialty  provider  groups,  hospital- 
owned  practices  and  their  support  services 
(e.g.,  home  health,  nursing  homes),  and  net- 
works of  providers  organized  by  insurance 
companies. 

The  sense  of  community  commitment  to 
improving  health  can  be  seen  clearly  in  the 
innovative  evolution  of  one  of  America's 
largest  employee  health  plans,  the  United 
Mine  Workers  of  America  Welfare  and 
Retirement  Fund  (Derickson  1989).  The  mine 
workers  represented  by  UMWA  have  had  com- 
prehensive medical  coverage  since  1950,  and 
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the  union  initially  operated  its  own  chain  ot 
hospitals  and  a  system  of  clinics  and  recruited 
providers.  Comprehensive  medical  coverage 
has  been  financed  through  employee  contri- 
butions and  support  negotiated  through  labor- 
management  contracts.  It  has  provided  cover- 
age for  miners,  their  families,  and  retirees  and 
has  been  the  backbone  of  medical  care  in  the 
coal  counties  of  central  Appalachia  for 
decades.  Negotiations  for  continued  support 
of  the  growing  costs  of  coverage  have  led  to  a 
number  of  bitter  contract  disputes.  Kfforts  to 
document  the  effect  of  tlie  terniiiuition  of 
health  care  benefits  on  access  and  healtli  sta- 
tus during  a  recent  strike  (Demers  et  al.  1990) 
demonstrated  the  interdependence  of  local 
health  systems  on  their  local  economies. 

Availability  of  Health  Profcvsionals 

The  second  critical  factor  of  IkmIiIi  ser\  ices 
is  the  availability  of  health  professionals.  I  lie 
current  political  debate  about  healtli  (.are 
reform,  at  both  the  national  and  stale  levels, 
is  being  driven  by  two  major  issues:  cost-con- 
tainment and  access  to  care.  Health  care  costs 
are  best  contained  by  preventing  illnesses 
that  result  in  costly  hospital  stays;  access  is 
best  achieved  when  patients  are  able  to  sec 
care  providers  early.  Both  are  related  to  [irim- 
ary  care,  the  backbone  of  any  communit\ 
health  system. 

The  source  of  "first  contact"  care  is  primary 
care  providers  such  as  family  and  general  prac- 
titioners, pediatricians  for  children,  general 
internists  for  adults,  and  sometimes  obstetri- 
cian/gynecologists for  women.  In  many 
Appalachian  counties,  nonphysician  providers 
(e.g.,  nurse  practitioners,  physician  assistants, 
certified  nurse  midwives)  are  becoming  more 
evident.  Regardless,  the  general  availability 
of  providers  in  Appalachian  counties  is  in- 
adequate, as  shown  in  Table  3.  Health 
Professional  Shortage  Areas  (HPSAs)  are  for- 
mally designated  by  the  federal  government 
as  counties  or  parts  of  counties  in  which  the 
ratio  of  primary  care  physicians  to  population 


is  greater  than  1  physician  for  every  3,500 
residents  (or  1  for  3, 000  in  areas  with  special 
needs  like  high  rates  of  infant  mortalit\'  or 
poverty).  Table  4  compares  the  1981  designat- 
ed areas  with  those  of  1991.  in  1981,  all  or 
pcUt  of  almost  three-cjuarters  ot  .Appalachian 
counties  contained  shortage  areas.  B\  1991, 
two-thirds  remained  designated,  indicating 
that  only  one-third  of  all  counties  now  have 
a  sufficient  number  of  health  professionals 
to  meet  their  needs. 

I  he  prohkins  luixe  not  gone  unrecognized. 
The  federal  go\  eminent  has  sponsored  inten- 
si\e  health  professionals  distribution  pro- 
grams such  as  the  National  Health  Service 
Corps  (NHSC^)  to  target  scholarships  to  med- 
ical and  other  health  professional  students 
who  woukl  serve  in  shortage  areas  (Rodos 
and  Peterson  1990);  the  1981-91  comparative 
data  lor  llealth  I'rolessional  Shortage  Areas  do 
demonstrate  some  change,  lorty-two  percent 
of  the  Appalachian  counties  improved  in  their 
shortage  area  status.  In  fact,  67  counties 
improved  to  the  point  of  becoming  de-desig- 
nated, therefore  no  longer  requiring  special 
federal  recruitment  assistance.  Leading  the 
achievement  of  de-designation  were  states 
with  active  support  for  work  force  distribution 
initiatives — namely.  North  Carolina  and 
Pennsylvania,  where  48  percent  and  20  per- 
cent, respectively,  of  the  areas  achieved  new 
de-designation. 

Table  5  displays  the  massive  efforts  of  NHSC 
to  alleviate  shortages  during  the  lO-year  peri- 
od of  1983  to  1992.  The  services  of  health  pro- 
fessionals located  in  Appalachian  counties 
have  been  critical  in  reducing  physician-to- 
population  ratios  as  well  as  replacing  the 
aging  cadre  of  general  practitioners.  NHSC 
resources  also  have  assisted  organizations  such 
as  community  groups  and  rural  hospitals  to 
develop  newer,  sustainable  systems  of  care. 
Overall,  1,065  professionals  were  matched  to 
Appalachian  counties  from  1983  to  1993,  with 
90  percent  of  these  matched  to  rural  counties. 

The  declining  match  number  in  the  later 
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TABLE  3 


Changes  in  Health  Professional  Shortage  Areas  (HPSAs) 
in  Appalachian  Counties:  1981-1991 

Appalachian 
Population* 

Number  of  HPSA  Counties 

Appalachian 
Part 

Full 
1981 

Full 
1991 

Part 
1981 

Part 
1991 

None 
1981 

None 
1991 

Alabama 

2,509,850 

24 

17 

7 

9 

4 

9 

Georgia 

1,508,030 

14 

15 

1 

3 

20 

17 

Kentucky 

1,045,357 

23 

20 

8 

9 

18 

20 

Maryland 

224,477 

0 

0 

2 

2 

1 

1 

Mississippi 

495,689 

15 

11 

1 

0 

4 

9 

New  York 

1,039,507 

2 

0 

9 

12 

3 

2 

North  Carolina 

1,306,682 

15 

3 

6 

4 

8 

22 

Ohio 

1,372,803 

16 

9 

3 

12 

10 

8 

Pennsylvania 

6,021,618 

5 

0 

40 

33 

7 

19 

South  Carolina 

1,405,505 

1 

0 

2 

2 

3 

4 

Tennessee 

1,816,510 

25 

27 

2 

6 

23 

17 

Virginia 

476,803 

8 

5 

4 

4 

9 

12 

West  Virginia 

1,550,762 

25 

16 

21 

27 

8 

12 

Total 

20,773,593 

173 

123 

107 

123 

118 

152 

*One  county  was 

added  after  these  figures  were  compiled. 

Source:  Federal  Register  1981,  1991. 


years  after  1987  parallels  the  reduction  of 
NHSC  resources  in  the  federal  budget.  Alarm 
in  Congress  about  continuing  shortages 
brought  about  major  changes  in  the  reautho- 
rizing legislation  for  the  National  Health 
Service  Corps  Amendments  Act  of  1988.  The 
law  created  a  loan  repayment  program,  a  new 
mechanism  allowing  health  professionals  to 
practice  in  shortage  areas  in  return  for  a  feder- 
al contribution  (and  later  through  a  state 
matching  program)  toward  repaying  their 
health  professions  education  loans.  Since 
1988,  45  contracts  were  awarded  to  profes- 


sionals such  as  physicians,  nurse  practitioners, 
and  physician  assistants  who  now  practice  in 
Appalachian  counties. 

Another  major  source  of  physicians  has 
been  the  region's  continuous  recruitment 
and  employment  of  foreign  medical  graduates. 
This  program  has  become  more  formalized  as 
part  of  the  Revised  J- 1  Visa  Waiver  Program 
sponsored  by  the  Appalachian  Regional 
Commission.  In  the  past  2  years,  more  than 
200  physicians  who  have  trained  in  the 
United  States  have  been  approved  for  employ- 
ment and  practice  in  the  Appalachian  region. 
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TABLE  4 


Comparisons  between  1981  anil  1991 
designated  Health  Professionals  Shortage  Areas 

Appalachian 
Part 

Worsened 

Improved 

Stayed 
Same 

Redefined 

lota  I 

Totally 
Deleted 

Percent 
Deleted 

Alabama 

6 

18 

7 

4 

35 

7 

20 

Georgia 

10 

11 

14 

0 

35 

3 

9 

Kentucky 

9 

18 

19 

3 

49 

6 

12 

Maryland 

0 

2 

1 

0 

3 

0 

0 

Mississippi 

4 

12 

4 

0 

20 

7 

35 

New  York 

4 

5 

5 

0 

14 

2 

13 

North  Carolina 

2 

18 

8 

1 

29 

15 

52 

Ohio 

6 

13 

8 

2 

29 

2 

7 

Pennsylvania 

7 

31 

7 

7 

52 

11 

20 

South  Carolina 

1 

3 

2 

0 

6 

2 

33 

Tennessee 

12 

8 

30 

0 

50 

1 

2 

Virginia 

2 

8 

1  1 

0 

21 

3 

16 

West  Virginia 

11 

26 

14 

4 

55 

8 

15 

Total 

74 

173 

130 

21 

398* 

67 

17 

*One  county  was 

added  after  these  figures  were  compiled. 

Source:  Feiicml  Res'ister  1981,  1991 


Their  time  commitments  are  limited,  and  they 
are  sponsored,  in  many  cases  by  rural  hospi- 
tals, to  practice  primary  care  in  underserved 
parts  of  the  region. 

Despite  these  special  efforts  to  place  health 
professionals,  shortages  still  exist.  Sixty-five 
percent  of  Appalachian  counties  still  qualify 
wholly  (123  counties)  or  partially  (124  coun- 
ties) as  shortage  areas  as  noted  in  Figure  1. 
Twenty  percent  of  the  Appalachian  counties 
suffered  worsened  shortages  over  the  10-year 
study.  As  another  indicator  of  the  problem, 
the  ratio  of  physicians  in  patient  care  in  rural 
counties  was  43  percent  higher  than  in  non- 
rural  counties  in  Appalachia  (U.S.  Department 
of  Health  and  Human  Services  1992). 


The  issue  of  availability  of  health  care  final- 
ly has  been  understood  in  the  context  of  a 
general  maldistribution  and  wrong  mix  of  pri- 
mary care  and  specialty  providers  being 
trained  by  health  professions  schools.  Thus, 
several  additional  efforts  are  under  way  to 
help  communities  with  shortages.  New  federal 
and  state  government  cooperative  agreements 
funded  by  the  Public  Health  Service  have 
spurred  the  identification  of  long-term  strate- 
gies and  in\estments. 

One  major  strategy  is  the  awarding  of  spe- 
cial incentives  to  practice  in  shortage  areas. 
A  revitalization  of  financial  resources  for  new 
NHSC  programs  began  in  1989,  using  three 
strategies:  student  scholarships,  loan  repa\- 
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TABLE  5 


National  Health  Service  Corps  Program: 
Number  of  health  professionals  matched  to  Appalachian  counties,  1983-1992 

Year 

Physicians 

Nurses 

Dentists 

Others 

Total 

1983 

111 

1 

15 

7 

134 

1984 

162 

1 

19 

12 

194 

1985 

193 

1 

11 

3 

208 

1986 

180 

1 

8 

1 

190 

1987 

129 

2 

3 

0 

134 

1988 

58 

0 

0 

3 

61 

1989 

54 

1 

0 

1 

56 

1990 

23 

2 

0 

1 

26 

1991 

30 

0 

1 

1 

32 

Source:  National  Health  Service  Corps  1992. 


ment  awards,  and  volunteer  recruitment.  The 
corps  now  once  again  places  as  many  as  600 
health  care  professionals  in  the  neediest  areas 
in  the  country  each  year.  However,  added 
emphasis  has  been  focused  on  providing 
scholarships  and  loan  repayment  contracts 
to  persons  with  minority  and  rural  back- 
grounds. In  addition  to  targeting  physicians, 
the  NHSC  programs  have  made  a  set-aside  for 
nurse  practitioners,  physician  assistants,  and 
certified  nurse  midwives.  Finally,  a  new  com- 
munity scholarship  program  was  instituted 
to  allow  local  communities,  states,  and  NHSC 
to  share  in  the  cost  of  educating  local  students 
in  health  professions  schools  and  to  have 
them  return  to  their  communities  to  work 
as  repayment. 

The  federal  government  also  has  acted  to 
redirect  health  professions  training  grants. 
Changes  were  authorized  by  amendments  to 
Title  VII  and  Title  VIII  Public  Health  Service 
programs  for  health  professions  schools  in 
1992  to  give  preference  for  grants,  loans,  and 
special  project  funds  to  those  institutions  that 
demonstrate  success  in  placement  of  graduates 
in  medically  underserved  areas.  Priority  also  is 


given  to  schools  whose  students  commit  to 
pursuing  careers  in  primary  care,  and  new 
medical  student  loans  are  targeting  those 
choosing  primary  care  (U.S.  Congress  1992). 
At  the  same  time,  a  number  of  states  are  now 
beginning  to  instruct  health  professions 
schools,  particularly  medical  schools,  that 
their  state  budget  allocations  are  contingent 
on  the  schools'  doing  a  better  job  of  training 
future  physicians  for  primary  care  rather  than 
specialty  positions. 

A  number  of  Appalachian  states  provide 
financial  incentives  for  providers  to  settle 
in  communities  with  shortages.  A  few 
Appalachian  states  have  recognized  the  im- 
portance of  enticing  not  only  physicians  but 
also  nurses  and  other  allied  health  personnel 
through  these  strategies  (American  Hospital 
Association  1992). 

Some  strategies  employed  have  included 
state  scholarships  for  health  professionals  who 
were  willing  to  commit  to  practice  for  many 
years  in  shortage  areas  of  Appalachian  states. 
Alabama,  Georgia,  and  Virginia  have  initiated 
these  programs.  Spurred  by  the  availability  of 
federal  matching  funds  through  NHSC,  many 
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1991  Appalachian  Region 
Health  Professional 
Shortage  Areas 


■  No  Status 
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Source:  Federal  Register  1991. 


States  now  offer  loan  repayment  or  forgiveness 
of  health  professionals'  school  debts.  Eleven 
Appalachian  states  have  these  programs,  with 
the  amount  of  forgiveness  ranging  from 
$5,000  to  $25,000  per  year.  New  York  and 
Tennessee  also  have  established  practice  start- 
up grant  programs  to  help  new  practitioners 
purchase  equipment  in  underserved  areas. 
The  second  major  strategy  has  included 


comprehensive  long-term  approaches  to 
provider  recruitment  and  retention.  A  greater 
understanding  of  the  dynamics  of  attracting 
more  health  personnel  into  underserved 
Appalachian  areas  is  resulting  in  new  pro- 
grams. They  are  based  on  an  understanding  of 
the  need  for  a  more  comprehensive  and  long- 
term  approach  to  recruiting  from,  exposing  to, 
training  in,  and  returning  graduates  to  prac- 
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tice  opportunities  in  underserved  areas 
(Politzer  et  al.  1991).  This  continuum  of 
contact  is  based  on  research  and  experiences 
of  other  geographic  areas  and  cultural  and 
ethnic  minorities  in  providing  for  their  long- 
term  health  care  needs.  For  example,  the 
Professional  Education  Preparation  Program 
of  the  University  of  Kentucky  and  the 
University  of  Louisville,  the  Biomedical 
Science  Preparation  Program  of  the  University 
of  Alabama  at  Birmingham,  and  the  Medical 
Applications  of  Science  in  Health  Program  at 
East  Tennessee  State  University  are  directed 
toward  interesting  Appalachian  high  school 
and  undergraduate  college  students  in  health 
careers  (Straub  and  Wright  1992).  Many 
Appalachian  schools  also  support  health 
career  opportunities  programs  to  interest 
Appalachian  students  in  health  careers.  In 
addition,  differential  admissions  policies  have 
been  established  to  promote  selection  of  stu- 
dents from  rural  areas.  These  attempts  have 
increased  selection  of  primary  care  training 
and  careers  in  rural  areas  (Rabinowitz  1988). 

Expansion  of  student  training  experiences 
in  rural  Appalachian  communities  have  been 
integrated  into  more  curricula  for  health  pro- 
fessions students.  Two  rationales  support  this 
strategy.  Exposure  of  students  to  rural  commu- 
nities during  training  can  sometimes  spark 
long-term  career  interests  in  those  or  like  set- 
tings. Likewise,  these  programs  promote  rural 
professionals  as  role  models  for  students, 
unlike  those  normally  encountered  inside 
health  professions  training  institutions. 
The  special  program  sponsored  at  Marshall 
University  in  West  Virginia  is  particularly 
effective  in  this  regard.  Support  has  been 
provided  through  NHSC  scholarships  to 
104  medical  students  who  received  a  part 
of  their  training  in  Appalachian  counties. 

A  number  of  states  adopted  the  area  health 
education  center  (AHEC)  model  in  the  early 
1970s  as  a  mechanism  for  providing  training. 
This  program,  funded  through  medical 
schools,  encourages  training  of  health  person- 


nel in  primary  care  and  emphasizes  the  rela- 
tionship between  educational  experiences  and 
health  care  delivery.  Nearly  all  the 
Appalachian  states  have  a  history  of  working 
AHEC  programs,  with  North  Carolina  and 
South  Carolina  serving  as  long-term  national 
models.  The  Mountain  AHEC  Program  in 
Asheville,  North  Carolina,  and  the  Southeast 
Area  Health  Education  Center  in  Hazard, 
Kentucky,  are  outstanding  sites  where  students 
from  health  professions  programs  located  out- 
side the  region  receive  training  in  rural  hospi- 
tals and  community  practices  in  Appalachia. 
AHECs  have  broad  educational  responsibilities 
to  include  all  types  of  health  professionals 
including  medical,  nursing,  dental,  allied 
health,  and  public  health  students  in  noncam- 
pus  experiences.  Many  AHECs  seek  rural 
health  care  providers  willing  to  act  as  precep- 
tors for  students  as  part  of  their  regular  cur- 
riculum of  study.  A  recent  study  demonstrated 
that  nonmetropolitan  counties  with  AHECs 
have  experienced  greater  growth  in  their  sup- 
ply of  primary  care  physicians  between  1975 
and  1985  than  have  counties  without  AHECs 
(U.S.  Congress,  Office  of  Technology 
Assessment  1990). 

Similarly,  the  new  Community  Partnership 
Program  initiated  by  the  Kellogg  Foundation 
in  1991  at  East  Tennessee  State  University  and 
a  consortium  of  West  Virginia  universities  use 
rural  training  sites  linked  with  university 
resources  to  develop  long-term  interdiscipli- 
nary training  experiences  in  rural  communi- 
ties for  their  students.  West  Virginia  recently 
expanded  its  program  by  adding  funding  for 
additional  training  sites  over  a  5-year  period 
beginning  in  1993. 

Many  of  the  efforts  described  above  focus 
on  undergraduate  health  professions  students 
such  as  medical  students  and  nursing  stu- 
dents. Influencing  the  next  level  of  health 
professions  education,  such  as  residency 
programs  and  nurse  practitioner  training, 
through  graduate-level  programs  to  develop 
and  operate  in  Appalachian  communities  has 
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nGURE2 

ARC  counties  without 
primary  care  training 
programs 


Without  program 
With  program 


Source:  HRSA  Resource  File  1991. 


been  somewhat  successful.  Figure  2  indicates 
the  location  of  programs  for  family  physi- 
cians, nurse  practitioners,  and  physician  assis- 
tants. The  location  of  these  programs  is  im- 
portant for  two  reasons.  First,  many  health 
professionals  such  as  nurses  seeking  further 
advanced  training  must  find  programs  within 
a  reasonable  distance  from  their  homes. 
Second,  many  professionals  have  a  tendency 


to  settle  within  the  area  where  the\  receive 
their  advanced  training. 

For  physicians,  there  are  residency  training 
programs  in  family  practice  sponsored  by 
teaching  hospitals  in  only  31  of  Appalachia's 
399  counties,  almost  all  of  which  are  in  metro- 
politan areas.  Limits  on  expansion  of  this 
strategy  are  primarily  the  result  of  accredita- 
tion and  financing  issues.  However,  many 
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programs  have  begun  to  place  residents  in 
smaller  towns  for  month-long  rotations,  pro- 
viding a  good  opportunity  to  experience  rural 
life  and  practice. 

Greater  investment  in  the  training  and  pro- 
motion of  nurse  practitioners,  physician  assis- 
tants, and  certified  nurse  midwives  is  taking 
place  in  Appalachian  counties.  The  employ- 
ment of  nonphysician  providers  in  rural 
Appalachian  communities  has  a  rich  history. 
Training  programs  were  established  for  nurse 
practitioners  and  physician  assistants  in  the 
1960s.  The  training  and  use  of  certified  nurse 
midwives  in  the  United  States  was  initiated 
in  Appalachia  through  the  Frontier  Nursing 
Service  in  rural  Kentucky  in  1925.  Many  rural 
communities  have  found  educating  local  resi- 
dents through  these  programs  and  recruiting 
them  back  to  their  communities  to  be  less  dif- 
ficult than  securing  physician  services.  Many 
physicians  have  coupled  their  services  with 
nonphysician  providers,  forming  health  care 
teams  to  extend  the  availability  of  services. 
Nationally,  32  percent  of  nurse  practitioners 
and  30  percent  of  physician  assistants  prac- 
tice in  rural  communities,  compared  with 
13  percent  of  physicians. 

However,  debate  continues  on  a  state-by- 
state  basis  concerning  the  definition  of  prac- 
tice and  reimbursement  for  the  services  of 
nurse  practitioners  and  physician  assistants. 
Changes  in  various  state  regulations  regarding 
these  professionals  have  been  slow  but  con- 
stant. The  scope  of  practice  has  improved  in 
the  past  decade,  including  statutory  authority 
for  these  professionals  to  prescribe  drugs  in 
9  of  13  Appalachian  states  and  statutes  or 
regulations  for  certified  nurse  midwives  in 
11  of  13  states  (Weissert  and  Knott  1992). 
Reimbursement  policies  for  services  remains 
another  issue  of  concern.  The  1978  Rural 
Health  Clinics  Act  first  allowed  the  services  of 
nurse  practitioners,  physician  assistants,  and 
certified  nurse  midwives  to  be  reimbursed  for 
medicare  and  medicaid  patients.  Since  that 
time,  medicare  has  expanded  its  payment 


policies.  Individual  states  determine  state 
medicaid  reimbursement  policies,  but  most 
Appalachian  states  do  provide  some  level  of 
direct  reimbursement. 

Summary 

The  health  care  system  in  Appalachia  suffers 
from  some  of  the  same  deficiencies  as  rural 
health  care  across  the  country:  shortages  of 
providers,  underfinanced  services,  and  systems 
of  health  care  in  transition.  Appalachian 
health  care  benefits  from  two  strengths  that 
have  buoyed  it  over  the  decades.  First,  a  sense 
of  individualism  and  personalism  has  attract- 
ed providers  like  the  "old  country  docs"  and 
public  health  nurses  to  Appalachian  counties. 
Second,  a  strong  sense  of  community — taking 
care  of  everyone  regardless  of  rank  or  status — 
permeates  and  supports  efforts  such  as  local 
hospitals,  community  clinics,  and  union 
health  plans.  The  blend  of  these  ethics  has 
been  battered  by  the  outside  forces  of  special- 
ization of  health  care  providers,  inequitable 
health  care  financing  for  rural  areas,  and  dete- 
rioration of  smaller  systems  of  delivery 
because  of  financial  pressures. 

Even  if  all  availability  factors  were  addressed 
and  all  Appalachian  counties  had  sufficient 
numbers  of  health  personnel  and  adequate 
financing  of  health  care  systems  that  support- 
ed a  true  range  of  health  services,  many  resi- 
dents would  continue  to  suffer  from  a  number 
of  barriers  to  access.  The  mountainous  geogra- 
phy of  the  region  presents  an  ongoing  travel 
challenge  with  comparatively  little  public 
transportation  available  for  patients.  For  low- 
and  moderate-income  working  families,  access 
to  health  services  beyond  the  traditional  9 
a.m.  to  5  p.m.  availability  is  severely  limited. 
It  enforces  a  discontinuity  of  services,  requir- 
ing the  trade-off  of  lost  wages  or  "urgent  cen- 
ters" and  hospital  emergency  room  care. 
Perhaps  the  most  serious  barrier  to  proper  uti- 
lization of  services,  even  when  accessibility  is 
ensured,  is  the  lack  of  knowledge  on  the  part 
of  too  many  consumers  regarding  the  need 
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CHAPTER         4 

Action  Steps 


1.  Assess  the  availability  and  accessibili- 
ty of  local  health  system  resources  and 
programs  to  address  cancer  prevention, 
screening,  early  detection,  treatment,  and 
aftercare  needs. 

2.  Use  existing  health  care  facilities  as 
sites  for  health  promotion  programs. 

3.  Implement  initiatives  to  attract 
screening  and  prevention  programs  and 
services  to  your  community. 

4.  Involve  local  residents  of  the  lay 
and  professional  communities  in 
outreach  initiatives. 

5.  Evaluate  current  health  personnel 
needs  in  your  local  area  and  incentive 
programs  to  recruit  more  physicians, 
nurses,  and  other  allied  health  profession- 
als to  the  region. 

6.  Conduct  a  community  assessment  of 
local  medically  underserved  groups,  and 
identify  and  surmount  obstacles  to  their 
access  and  use  of  health  resources. 


for  preventive  health  services.  This  problem 
promotes  underutilization,  an  acknowledged 
issue  even  when  preventive  health  services 
are  made  accessible  at  little  or  no  cost,  such 
as  in  many  managed  health  care  plans. 

More  health  care  decision  making  and 
resource  allocation,  at  least  at  the  policy  level, 
will  take  place  at  national  and  state  levels  as 
the  struggle  continues  to  ensure  access  to 
care  while  containing  costs.  Juxtaposing  this 
movement  with  the  traditional  Appalachian 
strengths  of  locality  orientation  will  become 
and  remain  the  challenge  of  the  1990s. 
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CHAPTER    5 


Lessons  From 
Change  Efforts  in  Appalachia 

Stephen  L.  Fisher 


Introduction 

Contrary  to  popular  images  of  Appalachians 
as  passive  victims,  there  exists  throughout  the 
Appalachian  Mountains  a  tradition  of  individ- 
ual and  organized  efforts  to  establish  commu- 
nity services  and  preserve  community  values. 
This  chapter  describes  the  variety  and  extent 
of  local  and  regional  efforts  for  change  in 
Appalachia  since  1960,  examines  the  lessons 
to  be  learned  from  these  efforts,  and  discusses 
the  relevance  of  these  lessons  to  the 
Appalachia  Leadership  Initiative  on  Cancer 
(ALIC).'  In  particular,  this  chapter  stresses  the 
importance  for  ALIC  to  build  on  this  tradition 
of  grassroots-organized  efforts  and  to  over- 
come a  number  of  obstacles  to  doing  so. 

The  Politics  of  Change  in 
Appalachia  Prior  to  1960 

The  Appalachian  region  has  never  lacked 
politics  of  change  and  alternative  develop- 
ment. But  what  stands  out  in  the  literature 
describing  life  in  Appalachia  before  1960  is 
not  the  extent  of  change  efforts  but  rather 
the  obstacles  to  change,  the  conditions  lead- 
ing to  quiescence  (Eller  1982;  Gaventa  1980). 
The  industrialization  of  Appalachia  was  char- 
acterized by  single-industry  economies;  the 
control  of  land  and  resources  by  large  absen- 
tee companies;  high  levels  of  poverty  and 
unemployment;  the  frequent  use  of  red-bait- 
ing, intimidation,  and  physical  force  to 
squelch  dissent;  political  corruption;  and  a 
highly  stratified  and  oppressive  class  system. 


Collective  struggles  for  change  were  further 
undermined  by  cultural  traditions  that 
stressed  individualism,  nurtured  racial  preju- 
dice, and  dictated  passivity  and  acquiescence 
for  women.  Other  factors  contributed  to  this 
opposition  of  organized  efforts  in  Appalachia. 
These  included  the  strength  of  capitalist  ideol- 
ogy, the  lack  of  strong  local  organizations, 
high  illiteracy  rates,  and  poor  transportation 
and  communication  systems. 

During  this  period,  an  array  of  resistance  to 
the  starkest  political  and  economic  oppression 
in  American  society  could  be  found  through- 
out Appalachia.  In  recent  years,  anthropolo- 
gists and  social  and  feminist  historians  have 
taught  us  that  when  faced  with  such  repres- 
sive conditions,  people  find  ways  to  resist. 
This  was  certainly  true  in  Appalachia.  The 
organized  efforts  of  workers  in  the  coal,  tex- 
tile, and  steel  industries  to  improve  their 
working  and  living  conditions  are  well  docu- 
mented. However,  in  other  parts  of  the 
Appalachian  Mountains,  responses  to  these 
conditions  often  assumed  forms  far  less  visible 
than  picket  lines  and  organized  movements 
and  included  individual  acts  such  as  gossip, 
backtalk,  holding  on  to  one's  dialect,  refusal  to 
cooperate  with  outside  authority  figures,  and 
migration.  This  type  of  protest  is  part  of  what 
Scott  (1990,  pp.  4-5)  refers  to  as  the  "hidden 
transcript"  of  the  oppressed. 

Increasingly,  Appalachian  scholars  are  com- 
ing to  recognize  the  existence  and  importance 
of  less  visible  and  less  heralded  protest  in 
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Appalachia's  history  and  to  understand  tliat 
it  has  occurred  most  frequently  in  struggles 
to  preserve  traditional  values  and  ways  of  life 
against  the  forces  of  modernization.  For  exam- 
ple, Lewis  and  colleagues  (1978)  describe  the 


various  \va\s  in  which  mountain  families  and 
churches  became  defensive  and  inward  to  pro- 
tect their  members  from  some  of  the  harmful 
impacts  of  industrialization  and  the  actions 
of  outside  change  agents.  Blee  and  Billings 
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(1986)  reinterpret  early  ethnographic  studies 
of  the  region  to  show  that  work  attitudes  and 
other  practices  previously  viewed  as  traits  of  a 
culture  of  poverty  could  better  be  understood 
as  forms  of  resistance  to  the  capitalist  separa- 
tion of  work  and  control.  Waller  (1988)  argues 
that  the  legendary  Hatfield-McCoy  feud  can 
be  seen  as  a  battle  between  local  defenders  of 
community  autonomy  and  outside  industrial 
interests.  Chapter  1  of  this  volume  describes 
the  cultural  basis  in  Waller's  account  as  well. 
These  and  similar  studies  broaden  our  under- 
standing of  the  nature  and  extent  of  resistance 
by  rural  working-class  and  poor  people  in 
Appalachia  prior  to  1960. 

Community  Organizing  in 
Appalachia  Since  1960 

Many  obstacles  that  made  collective  strug- 
gles so  difficult  throughout  Appalachia's 
history  are  still  present  today,  and  individual 
protests  continue  on  a  number  of  fronts. 
Nonetheless,  new  conditions  after  1960  paved 
the  way  for  organized  change  efforts  in  a  vari- 
ety of  forms  and  settings  in  Appalachia.  The 
civil  rights  movement  helped  legitimize  the 
notion  of  dissent  in  general  and  the  strategy 
of  nonviolent  civil  disobedience  in  particular 
throughout  the  region  and  the  nation.  The 
environmental  and  women's  movements 
offered  models  and  resources  for  local  groups 
in  the  mountains.  Moreover,  these  move- 
ments provided  the  impetus  for  national  legis- 
lation that  created  opportunities  for  local 
organizations  fighting  to  save  their  land  and 
communities  from  environmental  destruction 
or  working  to  create  alternative  economic 
opportunities  for  women.  The  antiwar  and 
student  movements  called  into  question  the 
notions  of  "progress,"  "modernization,"  and 
"national  interest"  that  had  been  used  for  so 
long  to  justify  the  destruction  of  traditional 
ways  of  life  in  Appalachia. 

The  "War  on  Poverty"  spawned  the 
Appalachian  Volunteers  and  community 
action  agencies  throughout  the  mountains. 


Although  these  programs  had  many  weakness- 
es, they  did  bring  young  organizers  into  the 
region  and  provided  opportunities  for  local 
leadership  development.  Mainstream  church- 
es, reflecting  a  new  social  consciousness,  sent 
to  Appalachia  clergy  and  other  church  workers 
who  were  committed  to  working  for  social 
and  economic  justice.  The  construction  of 
more  and  better  roads,  the  availability  of 
video  recording  equipment,  the  establish- 
ment of  open  meeting  and  record  laws,  and 
increased  church  and  foundation  funding  of 
Appalachian  citizen  groups  also  contributed 
to  local  organizing  efforts. 

These  and  other  factors  led  to  an  outburst 
of  grassroots  community  organizing  across 
Appalachia  in  the  late  1960s  and  early  1970s. 
Local  residents  fought  to  prevent  the  destruc- 
tion of  their  land  and  homes  by  strip  miners, 
dam  and  highway  builders,  the  U.S.  Forest 
Service,  toxic  waste  dumpers,  and  recreation 
and  second-home  developers.  People  orga- 
nized to  secure  welfare  benefits,  to  enact  tax 
reform,  to  build  rural  community  centers  and 
health  clinics,  to  fight  for  better  schools  for 
their  children,  and  to  establish  programs  in 
literacy  and  child  care.  Community  groups 
pursued  a  wide  variety  of  alternative  econo- 
mic development  strategies  that  resulted  in 
agricultural  and  craft  cooperatives,  worker- 
owned  factories,  and  new  job  opportunities 
for  women.  Efforts  to  preserve  and  celebrate 
local  culture  flourished  in  the  mountains  as 
people  began  to  develop  a  consciousness  of 
and  pride  in  being  Appalachian. 

In  the  1990s,  people  across  Appalachia  are 
still  fighting  back,  often  around  similar  issues.^ 
The  battle  over  strip  mining  continues  as  local 
groups  challenge  the  Office  of  Surface 
Mining's  failure  to  enforce  the  federal  strip 
mining  law  and  join  with  other  groups  to 
lobby  Washington  for  better  water  protec- 
tion laws.  Communities  throughout  rural 
Appalachia  struggle  to  prevent  their  landfills 
from  becoming  the  dumping  ground  for  the 
nation's  trash,  sludge,  and  toxic  waste.  The 
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Yellow  Creek  Concerned  Citizens  and  the 
Dayhoit  Concerned  Citizens  in  east  Kentucky, 
the  Dead  Pigeon  River  Council  and  the  Oak 
Ridge  Environmental  Peace  Alliance  in  east 
Tennessee,  and  Concern  About  Water  Loss 
Through  Mining  in  western  Pennsylvania 
are  just  a  few  of  the  groups  across  the  region 
fighting  the  poisoning  of  their  land,  air,  and 
water.  The  Tri-State  Environmental  Coalition 
organizes  around  industrial  pollution  where 
Ohio,  Kentucky,  and  West  Virginia  meet.  The 
Western  North  Carolina  Alliance  battles  for  an 
environmentally  sound  highway  construction 
policy  and  against  many  of  the  timber  policies 
of  the  U.S.  Forest  Service.  The  Ivanhoe  Civic 
League  and  the  Dungannon  Development 
Commission  in  southwest  Virginia  and  the 
Appalachian  Center  for  Economic  Networks 
in  Athens,  Ohio,  pursue  iiinovalixe  grassroots 
plans  for  alternative  economic  developiiKnt. 
The  Mountain  Women's  Exchange  and  the 
Appalachian  Women's  Guild  in  east  Tennessee 
and  Women  &  Employment  in  West  Virginia 
work  to  improve  the  economic  position  of 
women  in  the  region. 

In  sum,  since  the  196()s,  hundreds  of  new 
citizen  groups  have  been  organized  through- 
out Appalachia.  Most  arose  in  response  to  a 
particular  issue.  These  single-issue  groups 
have  worked  together  from  time  to  time, 
helped  create  local  leadership,  and  won 
important  victories.  However,  because  they 
have  focused  on  a  single  issue,  many  of  these 
groups  have  been  short-lived,  disappearing 
once  their  issue  has  been  resolved  (Bingman 
1993).  Thus,  one  of  the  most  exciting  and 
hopeful  developments  in  community  organiz- 
ing in  Appalachia  in  recent  years  has  been  the 
establishment  and  success  of  thriving  and 
influential  multi-issue,  membership-driven 
organizations. 

Save  Our  Cumberland  Mountains,  organized 
in  1972  to  fight  strip  mining  in  a  five-county 
area  in  the  northern  coalfields  of  Tennessee, 
changed  from  a  single-issue,  staff-run  group 
to  a  multi-issue,  grassroots  organization  able 


to  exercise  power  and  influence  at  the  state 
and  national  levels.  Kentuckians  For  The 
Commonwealth,  started  in  mid- 1981  by  a 
small  group  of  eastern  Kentucky  residents 
who  wanted  to  address  community  problems 
that  crossed  county  lines,  has  grown  into  a 
statewide,  multi-issue,  social  justice  organiza- 
tion of  more  than  2,300  members  in  90  coun- 
ties. The  Community  Farm  Alliance  was  trans- 
formed from  a  handful  of  people  who  were 
replicating  the  mistakes  of  the  national  farm 
movement  of  the  1980s  to  a  growing  and  suc- 
cessful membership-based  organization  with 
more  than  a  do/cn  Uiaptcrs  across  Kentucky. 
I  hese  organizations  stress  the  significance 
ot  local  indigenous  leadership  recruitment  and 
training,  shared  and  long-term  consciousness- 
raising,  development  ot  internal  democratic 
social  relations,  ideological  patience,  and  will- 
ingness to  connect  with  people  as  they  are. 
I  heir  success  illustrates  the  im[)ortance  of 
using  count\'  chajiters  to  build  statewide 
organizations  and  of  connecting  local  issues 
to  state,  national,  and  global  patterns  and 
concerns. 

Labor  Organizing  in 
Appalachia  Since  1960 

The  1960s  and  1970s  were  a  time  of  wide- 
spread and  intense  labor  activity  throughout 
the  Appalachian  region.'  Women's  organiza- 
tions arose  to  fight  for  women's  employment 
rights  in  nontraditional  job  areas  such  as  coal 
mining,  highway  jobs,  and  the  building  trades 
(Weiss  1993).  The  Amalgamated  Clothing  and 
Textile  Workers  Union  (ACTWU)  conducted  a 
successful  nationwide  boycott  of  l.P.  Stevens, 
which,  at  the  time,  was  the  second  largest  tex- 
tile company  in  the  country.  Textile  workers 
organized  the  Carolina  Brown  Lung  Associa- 
tion to  clean  up  their  workplaces  and  to  ob- 
tain compensation  for  those  afflicted  with 
byssinosis,  a  lung  disease  caused  by  inhala- 
tion of  cotton  dust.  During  this  period,  the 
Appalachian  coalfields  experienced  one  of 
the  most  militant  rank-and-file  mobilizations 
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in  the  postwar  labor  movement.  Union  min- 
ers, pensioners,  and  their  spouses  and  widows 
organized  to  get  black  lung  compensation  and 
tougher  mine  health  and  safety  laws,  to  throw 
out  a  corrupt  and  despotic  union  president, 
and  to  democratize  their  union,  the  United 
Mine  Workers  of  America  (UMWA). 

Nonetheless,  the  1980s  were  disastrous  for 
organized  labor  in  Appalachia  and  throughout 
the  United  States.  Currently,  less  than  17  per- 
cent of  the  American  work  force  is  unionized, 
a  smaller  percentage  than  a  half-century  ago. 
UMWA  membership  fell  from  160,000  in  1978 
to  less  than  70,000  today.  During  the  same 
period,  the  United  Steelworkers  of  America 
(USWA)  lost  58  percent  of  its  members.  Along 
with  a  decrease  in  membership  has  come  a 
loss  of  labor  rights  in  the  workplace,  deterio- 
rating working  conditions,  a  decline  in  bar- 
gaining power,  and,  for  many  workers,  a  drop 
in  real  wages. 

But  workers  in  Appalachia  fought  back. 
The  employees  of  Weirton  Steel  Company 
in  the  small  town  of  Weirton,  West  Virginia, 
responded  to  the  threatened  closure  of  their 
plant  by  organizing  an  employee  stock  owner- 
ship plan  that  eventually  enabled  them  to 
become  the  nation's  largest  wholly  employee- 
owned  company.  Steelworkers  from  western 
Pennsylvania,  northern  West  Virginia,  and 
eastern  Ohio  formed  the  Tri-State  Conference 
on  Steel  to  fight  for  job  retention  and  renewal 
(McCollester  and  Stout  1990).  In  1992,  a  well- 
orchestrated  campaign  by  USWA  defeated  an 
effort  by  billionaire  commodities  trader  Marc 
Rich's  global  corporation  to  destroy  the  union 
at  the  Ravenswood  Aluminum  Corporation  in 
West  Virginia. 

ACTWU  began  to  have  success  in  organizing 
related  industries,  such  as  seat  covers  and  tires. 
For  example,  in  1988,  auto  seat  cover  workers 
in  a  plant  near  Knoxville,  Tennessee,  voted  to 
join  ACTWU,  as  did  Irwin  Automotive  work- 
ers in  Dandridge,  Tennessee,  in  1990.  The 
United  Auto  Workers  (UAW)  recently  won  vic- 
tories at  two  small  electrical  motor  suppliers 


in  Hendersonville,  Tennessee,  and  at  an  equip- 
ment manufacturer  in  La  Vergne,  Tennessee 
(Spears  1990).  In  1989,  temporary  workers  in 
Morristown,  Tennessee,  organized  Citizens 
Against  Temporary  Services  to  push  for  legisla- 
tion that  would  limit  temporary  assignments 
and  force  employers  to  give  long-term 
employees  regular  pay  and  benefits.  Retired 
and  disabled  Appalachian  coal  miners  in  the 
Black  Lung  Association,  southern  textile  work- 
ers in  the  Brown  Lung  Association,  and 
asbestos  workers  in  the  White  Lung  Associa- 
tion formed  the  Breath  of  Life  Coalition  to 
fight  for  a  federal  program  that  challenges 
many  of  the  prevailing  assumptions  and  prac- 
tices regarding  compensation  and  occupa- 
tional health  issues  Qudkins  1993).  UMWA 
launched  strikes  against  the  A.T.  Massey 
Coal  Group  in  1984-85  and  the  Pittston 
Coal  Company  in  1989-90  in  an  effort  to 
retain  adequate  health  care,  pensions,  and 
job  security  for  its  members. 

Workers  and  union  officials  in  Appalachia 
and  across  the  nation  are  increasingly  aware 
of  the  need  to  adopt  new  tactics  and  strategies 
to  confront  corporate  owners  in  an  interna- 
tional economy.  In  some  of  the  struggles 
mentioned  above,  ACTWU,  USWA,  and 
UMWA  devised  new  and  effective  corporate 
campaigns  to  win  concessions.  These  cam- 
paigns moved  the  battle  away  from  the  work- 
site to  disrupt  a  company's  relationship  with 
stockholders  or  lending  institutions  by  publi- 
cizing the  company's  poor  record  in  financial, 
labor,  environmental,  or  other  policy  areas. 
Unions  recently  have  been  pursuing  a  variety 
of  electoral  strategies,  including  running  their 
own  political  candidates  as  Democrats  or 
Independents.  For  example,  during  the 
Pittston  strike,  a  local  union  official  ran  for 
the  Virginia  House  of  Delegates  as  a  write-in 
candidate  and  won  by  a  stunning  two-to-one 
margin  over  a  20-year  incumbent.  Some 
unions,  especially  ACTWU  and  UAW,  are 
rethinking  traditional  labor-management 
relations  and  are  considering  ways  to  restruc- 
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ture  work  systems  and  production  policies  to 
increase  employee  involvement  in  decision 
making  in  the  workplace  and  in  corporate 
boardrooms. 

Union  leaders  are  coming  to  recognize  that 
the  only  effective  response  by  workers  to  the 
increasing  integration  of  the  world  economy 
is  to  coordinate  their  strategies  both  at  home 
and  abroad.  Tens  of  thousands  of  workers 
from  all  over  the  country  traveled  to  south- 
west Virginia  to  support  union  miners  during 
the  Pittston  strike.  ACTWU  has  worked  dili- 
gently to  build  solidarity  between  clothing 
and  textile  workers  in  South  Africa  and  North 
America.  Australian  miners  and  Japanese  and 
Italian  steelworkers  took  part  in  the  organiz- 
ing campaign  against  Pittston.  The  steelwork- 
ers at  Ravenswood  received  crucial  support 
from  the  Geneva-based  International 
Metalworkers  Federation  and  the  Brussels- 
based  International  Federation  of  Chemical, 
Energy,  and  General  Workers'  Union.  1  hese 
union  solidarity  efforts  provide  a  framework 
through  which  workers  and  their  families 
in  Appalachia  can  begin  to  understand  the 
impact  of  national  and  global  events  and 
institutions  on  their  li\'es  and  communities. 

Efforts  to  Create  an 
Appalachian  Movement 

Since  the  1960s,  activists  have  attempted 
to  organize  citizen  and  labor  organizations  in 
the  Appalachian  Mountains  into  a  regionwide 
grassroots  social  movement.  The  most  impor- 
tant attempts  were  by  the  Council  of  the 
Southern  Mountains,  the  People's  Appalachia 
Research  Collective,  the  Congress  for 
Appalachian  Development,  the  Highlander 
Research  and  Education  Center,  and  the 
Appalachian  Alliance  (Whisnant  1981;  Clavel 
1983;  Glen  1993).  These  attempts  to  build  a 
unified  movement  failed  for  a  variety  of  rea- 
sons, but  primarily  because — unlike  class,  race, 
and  gender — geographic  region  in  the  United 
States  does  not  provide  an  adequate  political 
and  economic  focus  for  social  movements. 


This  failure  to  create  a  social  movement 
in  Appalachia  similar  to  the  civil  rights  or 
women's  movements  does  not  mean  that 
change  efforts  in  the  region  have  occurred  in 
isolation.  Although  many  of  these  struggles 
have  been  local  and  concerned  with  a  single 
issue,  they  often  Iki\  e  been  assisted  by  and 
associated  with  other  groups  and  indi\  iduals 
within  a  loose  alliance  or  network  of 
Appalachian  organizations.  At  times,  the  net- 
work has  had  a  name;  at  other  times,  it  has 
been  little  more  than  an  informal  chain  of 
individuals  and  .groups.  Organizations  cuui 
activists  come  and  go,  and  financial  support 
is  rarely  stable;  but  the  network  persists,  and 
there  may  be  no  other  like  it  in  the  United 
States  (Horton  1989;  Glen  1993).  Key  players 
in  this  [K'lwork  toda\  include  the  Highlander 
Research  and  1  tiucation  CeiUer,  an  adult  edu- 
cation center  in  eastern  Tennessee  that  has 
served  as  a  meeting  place,  training  center, 
and  catalyst  for  social  action  throughout 
Appalachia  and  the  South;  the  Southern 
Empowernienl  Project,  an  organizer  training 
program  established  and  controlled  by  grass- 
roots community  groups;  and  the  Appalachian 
Community  fund,  a  community-controlled 
foundation  that  pro\ides  seed  mone\'  and 
small  grants  to  groups  in  the  Appalachian 
region. 

As  Horton  (1989)  points  out,  this  loose, 
informal  network 

is  the  fonu  tlnit  the  Xppakiclum}  social  move- 
ment has  taken — slowly  winninsi  victories, 
workiti^  tos,ether,  layins:,  the  groundwork,  hiiiUl- 
ing  or  trying  to  huiUl  democratic  organizations. 
Perhaps  this  is  the  \\\iv  the  movement  will  be 
built,  piece  by  piece  like  a  patchwork  quilt  until 
it  comes  together  to  rid  the  region  of  oppressive 
structures  and  practices,  in  turn  becoming  a 
piece  of  a  nuich  larger  ipiilt  that  must  be  created 
to  rid  the  nation  of  those  same  structures  and 
practices  (p.  370). 
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Lessons  Learned 

This  brief  survey  of  organized  change  efforts 
in  Appalachia  should  dispel  the  stereotypical 
notion  of  Appalachians  as  apathetic  and 
dependent.  Organizers  of  community-based 
efforts,  such  as  ALIC  projects,  often  will  be 
able  to  draw  on  grassroots  leaders  and  groups 
that  have  deep  roots  in  the  local  community 
and  broad  experience  in  working  to  improve 
local  conditions.  However,  to  recruit  these 
leaders,  to  tap  into  that  experience,  and  to 
bring  about  substantive  change,  organizers 
of  community-based  efforts  should  consider 
the  "lessons"  that  activists  and  academics 
have  learned  about  the  politics  of  change 
in  Appalachia. 

Successful  change  efforts  in  the  Appalachian 
Mountains  have  centered  more  often  around 
the  concept  of  "community"  than  around  the 
centralized  workplace  of  the  mine,  mill,  or  fac- 
tory. In  addition,  many  of  the  popular  strug- 
gles in  the  region  have  been  fueled  by  histori- 
cal memory  and  reliance  on  and  defense  of 
traditional  values — a  strong  commitment  to 
land,  kin,  and  religious  beliefs;  an  emphasis 
on  self-rule  and  social  equality;  and  patrio- 
tism. Indeed,  the  fact  that  so  many  of  the 
protests  in  Appalachia  have  been  the  result 
of  defensive  behavior — action  to  prevent  the 
destruction  of  a  way  of  life  and  of  a  set  of  val- 
ues that  could  be  considered  traditional  or 
conservative — has  led  one  observer  to  refer 
to  Appalachians  as  "reactionary  rebels" 
(Lewis  1987,  p.  22). 

Although  it  is  important  to  understand  that 
grassroots  resistance  in  Appalachian  history 
most  frequently  has  occurred  in  single-issue 
battles  to  preserve  traditional  values  and  ways 
of  life,  it  is  also  necessary  to  recognize  that 
there  are  limits  to  community-based  organiz- 
ing strategies  that  focus  on  single  issues  and 
rely  heavily  on  localism  and  traditional  values 
and  institutions.^  Community  historically 
has  entailed  exclusion  as  well  as  inclusion. 
Tradition  and  local  values  include  racism,  sex- 
ism, homophobia,  and  isolationism.  In  addi- 


tion, although  localism  offers  a  number  of 
advantages,  few  significant  problems  can  be 
solved  at  the  local  level.  Local  resources  have 
been  depleted  and  local  economies  gutted  by 
national  and  global  market  forces  and  the 
actions  of  the  federal  government  and  multi- 
national corporations.  Those  organizing  in 
Appalachia  must  find  ways  to  clarify  the  con- 
nections that  exist  between  local  work  and 
national  and  international  institutions  if  local 
citizens  are  to  understand  the  importance  of 
national  and  international  forces  as  determi- 
nants of  what  happens  locally  and  to  see 
themselves  as  actors  at  the  national  level. 

Without  attention  to  the  larger  questions 
of  power  in  society,  local  community  groups 
often  are  not  prepared  for  the  legal,  political, 
and  cultural  forces  that  established  powers 
bring  against  them.  This  results  in  a  politics 
of  gradualism — a  strategy  of  adaptation  and 
retrenchment — and  a  suspicion  of  outsiders 
and  their  programs.  Furthermore,  it  does  not 
create  the  conditions  necessary  for  coalition 
work  with  potential  allies  such  as  health  pro- 
fessionals, church  workers,  or  environmental- 
ists. Many  local  revolts  throughout  Appalachia 
turn  out  to  be  "flashes  of  independent  anger" 
rather  than  sustained  efforts  at  effective  move- 
ment building  precisely  because  they  lack  an 
analysis  and  understanding  of  power  beyond 
the  local  level. 

In  sum,  single-issue,  defensive,  localized 
work,  which  has  characterized  much  of  the 
organizing  in  Appalachia,  can  win  occasional 
victories  but  alone  cannot  lead  to  substantive 
change  at  an  individual  or  structural  level. 
Tackling  issues  as  complex  as  poverty,  cancer, 
or  inadequate  health  care  requires  ongoing, 
multi-issue,  reflective,  democratic  organiza- 
tions and  the  type  of  organizing  being  con- 
ducted by  Save  Our  Cumberland  Mountains, 
Kentuckians  For  The  Commonwealth,  and  the 
Community  Farm  Alliance — the  multi-issue, 
membership-run  organizations  described 
above.  These  groups  pursue  an  organizing 
approach  that  is  flexible,  pragmatic,  and 
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grounded  in  the  past  and  present  of  members' 
lives.  But  unlike  the  narrow  single-issue  orga- 
nizing of  the  past,  these  groups'  primary  con- 
cern is  to  empower  their  members  for  the  long 
haul — to  provide  a  schooling  in  politics  and 
personal  empowerment.  They  do  so  by  offer- 
ing a  self-conscious  leadership  training  pro- 
gram designed  to  develop  democratic  skills 
and  build  a  sense  of  ownership  and  comm 
unity.  These  organizations  provide  the  space 
where  participants  can  begin  to  see  the  con- 
nection between  their  concerns  and  those  of 
other  exploited  people,  where  members  can 
come  to  confront  issues  of  racism  and  sexism, 
and  where  people  can  start  to  envision  new 
alternatives  to  the  state  of  the  world  in  which 
they  live.  As  Connie  White,  past  president 
of  Save  Our  Cumberland  Mountains,  puts  it, 
"We  don't  care  just  about  winning  issues;  we 
care  more  about  helping  people  get  stronger. 
In  the  long  run,  that  is  how  you  win  issues 
and  make  real  changes"  (.Allen  1993,  p.  96). 

In  the  past,  many  organizers  have  arrived 
in  Appalachia  with  pejorative,  romanticized, 
or  contrived  notions  of  the  cultural  forces  and 
values  present  in  the  Appalachian  Mountains. 
Appalachian  culture  is  "a  web  of  both  resis- 
tance and  complicity"  (Whisnant  1976,  p.  46), 
and  it  is  important  for  those  organizing  in  the 
region  to  develop  an  understanding  of  the 
ways  in  which  regional  culture  informs  the 
construction  of  class  consciousness,  race 
and  gender  relations,  regional  identity,  and 
community  life. 

Several  points  need  to  be  emphasized  in 
this  regard.  First,  regional  identity  and  cultural 
pride  are  not  naturally  part  of  community  life. 
As  Couto  (Chapter  1,  this  volume)  explains, 
regional  identity  is  not  a  geographical  or  cul- 
tural given  in  Appalachia  but  must  be  under- 
stood as  an  outgrowth  of  political  and  social 
change.  Similarly,  local  cultural  traditions  are 
selective  and  fluid  in  nature;  they  are  "histori- 
cally formed,  situated,  and  altered  by  people 
interacting  with  each  other  and  with  social 
and  economic  forces"  (Schwartz  1983,  p.  78). 


These  cultural  traditions  are  at  the  heart  of 
the  community  networks  necessary  to  sustain 
people  during  protracted  struggles  and  to 
enable  them  to  foster  change  on  their  own 
terms.  Nevertheless,  cultural  expression  does 
not  always  arise  spontaneous!)  in  struggles 
to  challenge  oppression  and  inequality.  The 
seeds  for  such  expression  exist,  but  these 
seeds  often  must  be  deliberately  cultivated 
and  nourished  by  organizers  and  institutions 
that  recognize  the  value  of  cultural  forms  to 
resistance  efforts. 

Second,  neither  class  nor  culture  alone  is 
a  sufficient  tool  for  understanding  political 
action  in  Appalachia.  .Although  shaped  by 
economic  concerns,  classes  are  cultural  con- 
figurations. Indeed,  the  United  States  is  one 
of  the  few  places  where  class  and  culture  are 
thought  of  separately.  Lived  experience  is 
different — our  lives  are  a  messy  amalgam  of 
identities  out  of  which  social  relations  are 
conducted  (Scott  1985,  p.  45).  Ihe  difficult 
but  crucial  task  is  not  to  decide  between 
culture  and  class,  but  to  discover  how  class, 
race,  and  gender  conflicts  express  themselves 
today  in  cultural  and  political  formations 
in  Appalachia. 

In  Appalachian  research,  some  of  the  most 
important  work  in  this  regard  is  being  done 
by  Anglin  (1990)  and  Maggard  (1990).  Using 
different  approaches  and  studying  protest  in 
different  locales  and  industries,  both  .Anglin 
and  Maggard  probe  the  ways  in  which  gender, 
kinship,  and  social  class  interact  to  specify 
women's  political  experience,  action,  and 
consciousness.  They  demonstrate  convincing- 
ly how  and  why  change  efforts,  to  be  success- 
ful, must  be  situated  in  a  web  of  work,  family, 
and  community  needs  and  histories.  Other 
significant  contributions  include  Yarrow's 
(1991)  investigation  of  the  ways  in  which 
Appalachian  coal  miners'  gender  conscious- 
ness affects  their  class  consciousness,  Couto's 
(1986)  discussion  of  community-based 
approaches  to  environmental  risks,  and 
Billings'  (1990)  use  of  Antonio  Gramsci's 
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approach  to  religion  to  explain  activism 
and  quiescence  among  textile  workers  and 
coal  miners. 

Third,  racism  is  a  major  barrier  to  successful 
grassroots  organizing  and  coalition  building 
in  Appalachia,  as  it  is  throughout  the  nation. 
Manning-Miller  (1993)  charges  that  many 
community  organizations  in  Appalachia — 
although  committed  either  explicitly  or 
implicitly  to  combatting  racism  and  to  build- 
ing a  multiracial  people's  coalition  for  pro- 
gressive social  change — in  practice  pursue  a 
process  of  organizing  and  struggle  that  fails 
to  challenge  the  cultural  conservatism  and 
racism  of  their  constituency.  Manning-Miller 
urges  organizers  and  activists  to  use  all  avail- 
able media  and  organizational  forms  to  con- 
front people's  racism  and  offers  a  number  of 
valuable  tactical  measures  and  suggestions  for 
developing  a  systematic  program  to  confront 
racism  in  Appalachia. 

Finally,  to  be  successful  over  the  long  haul, 
those  engaged  in  cultural,  educational,  and 
political  work  must  search  through  the  region- 
al culture  to  locate  its  most  humane,  progres- 
sive, and  transformative  elements  and  then 
look  for  ways  to  link  these  transformative  ele- 
ments to  a  larger  human  agenda  for  change 
(Whisnant  1991). 

Conclusion 

What  are  some  of  the  implications  of  the 
lessons  of  recent  community-organized  efforts 
in  Appalachia  for  programs  of  community- 
based  problemsolving  such  as  ALlC's  cancer 
prevention  and  health  promotion  programs? 
What  challenges  and  opportunities  do  these 
lessons  pose  for  project  staff?  What  types  of 
questions  do  they  raise  concerning  organizing 
strategies  and  tactics? 

Appalachians  are  not  simply  sitting  passive- 
ly, waiting  for  the  project  staff  of  institutional- 
ly based  programs  to  empower  them.  Rather, 
cancer  prevention  and  control  programs  will 
be  occurring  in  the  context  of  a  long  tradition 
of  local  community  organizing.  This  tradition 


has  at  least  two  components:  (1)  people  orga- 
nizing to  fight  against  efforts  to  change  them, 
to  move  them,  and  to  destroy  their  land  or 
way  of  life  and  (2)  people  organizing  to  secure 
services  to  improve  the  quality  of  their  lives. 
The  latter  element  of  the  tradition  is  some- 
thing that  community-based  coalitions  might 
build  on;  the  "fight"  element  is  something 
they  may  find  themselves  up  against. 

People  in  rural  Appalachia  frequently  have 
been  used  as  guinea  pigs  in  the  past  and  are 
suspicious  of  outside  authority  figures  coming 
into  their  communities  with  set  agendas,  vic- 
tim-blaming assumptions  and  methodologies 
designed  to  change  their  behavior,  and  an 
unwillingness  to  address  the  structural  causes 
of  the  region's  most  pressing  problems. 
University-based  programs,  such  as  the  ALIC 
projects,  will  appear  to  many  residents,  at  least 
at  first  glance,  as  just  another  in  a  long  line  of 
efforts  by  outsiders  to  denigrate  their  culture 
and  lifestyle.  Health  professionals  involved 
with  these  programs  may  find  indifference, 
if  not  outright  opposition,  to  their  health 
promotion  attempts  that  focus  on  changing 
diet  and  behavior  patterns.  To  combat  this 
reluctance,  staff  members  must  clarify  the 
ways  in  which  their  project  is  different  from 
previous  failed  efforts  by  outside  experts, 
including  the  medical  profession,  to  change 
people's  behaviors. 

One  way  that  community-based  coalitions 
can  demonstrate  that  their  projects  are  differ- 
ent is  for  staff  members  to  accept  people  the 
way  they  are.  This  involves  an  awareness  that 
most  people  are  concerned  about  safe  and 
secure  jobs  that  pay  a  decent  wage,  better 
social  services,  good  education  for  their  chil- 
dren, a  safe  living  environment,  and  access 
to  quality  and  affordable  health  care.  For 
decades,  people  throughout  the  Appalachian 
region  have  been  organizing  to  secure  these 
benefits  and  to  improve  their  quality  of  life. 
For  example,  Appalachians  have  organized 
welfare  rights  groups,  challenged  entrenched 
and  politically  powerful  educational  bureau- 
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cracies,  and  established  community-controlled 
health  clinics.  It  is  this  part  of  the  tradition  of 
resistance  in  Appalachia  that  programs  such  as 
ALIC  could  tap  into  because  of  their  institu- 
tional base.  However,  if  people  are  to  be  open 
to  promoting  a  change  in  lifestyle  and  person- 
al habits,  they  must  know  that  the  staff  under- 
stands these  structural  problems  and  is  willing 
to  help  address  them. 

This  will  not  be  an  easy  task.  1  he  history  of 
community  organizing  in  Appalachia  teaches 
us  that  many  local  political  and  business  offi- 
cials, who  undoubtedly  will  participate  in 
community  coalitions,  will  oppose  efforts  to 
link  the  coalitions'  specific  agendas  to  broader 
community  concerns.  Some  local  citizen 
groups,  central  to  ALIC's  success,  may  expect 
health  professionals  involved  with  these  coali- 
tions to  help  group  members  assess  the  possi- 
ble health  risks  of  local  environmental  threats. 
These  professionals,  without  comprehensi\c 
studies  and  hard  scientific  data,  may  be  hesi- 
tant to  do  so.  It  will  be  difficult  to  overcome 
low-income  residents'  well-founded  distrust 
of  outsiders  in  general  and  the  medical  profes- 
sion in  particular  in  such  a  situation.  That  dis- 
trust can  lead  to  an  assessment  that  ALIC  is 
not  effective  in  cancer  prevention  and  control. 

The  most  important  step  in  securing  trust  in 
community-based  coalition  building  from  the 
outside  is  to  enter  a  community  with  an  open 
mind  and  an  awareness  that  local  people  have 
something  to  teach  "the  experts."  Outsiders 
need  to  be  aware  of  community  resources  and 
what  the  community  is  doing  for  itself.  They 
must  understand  and  show  appreciation  for 
the  indigenous  customs,  values,  and  knowl- 
edge that  lie  at  the  heart  of  the  community 
networks  that  enable  people  to  foster  change 
on  their  own  terms.  This  involves  some  form 
of  cultural  fieldwork;  no  single  cultural 
approach  will  work  in  Appalachia  because, 
as  explained  above,  local  cultural  traditions 
are  selective,  historically  formed,  and  fluid 
in  nature. 


It  is,  of  course,  crucial  tliat  the  staffs  of 
community-based  coalitions,  such  as  the 
ALIC  projects,  set  agendas  together  with  their 
primary  constituency — rural,  working-class, 
low-income  Appalachians.  This  involves  creat- 
ing a  structure  that  will  enable  them  to  listen 
to  each  other  to  determine  what  they  need 
from  each  other  as  well  as  what  they  have 
to  teach  each  other.  The  notions  of  con- 
stituency and  structure  lead  to  a  series  of 
questions,  the  answers  to  which  could 
well  determine  the  success  or  failure  of 
com  111  u  II  i  t\  -based  endeavors. 

In  terms  of  constituency,  how  do  staff  mem- 
bers of  community-based  coalitions  propose 
to  identify  and  use  grassroots  leaders.^  If  staff 
members  do  their  work  well,  thev  will  not 
find  docile  people,  but  ones  to  whom  they 
will  have  to  prove  the  sincerity,  usefulness, 
and  seriousness  of  the  project.  A  related  ques- 
tion is:  What  relationship,  if  any,  will  pro- 
grams such  as  ALIC  have  with  labor  unions 
and  the  wide  variety  of  citizen  groups  in  the 
Appalachian  region?  These  organizations  have 
strong  ties  with  populations  that  are  primary 
targets  for  cancer  prevention  and  control  pro- 
grams and  could  serve  as  valuable  allies  in 
legitimizing  ALIC's  activities.  However,  the 
primary  concerns  of  these  groups  are  the  polit- 
ical development  of  their  members  and  orga- 
nized efforts  to  change  structural  conditions 
that  adversely  affect  their  meFiibers  and  local 
residents.  In  what  ways  are  community-based 
programs  such  as  ALIC  able  or  willing  to  con- 
vince these  organizations  that  they  share 
similar  concerns? 

How  will  ALIC  coalitions  within  local  com- 
munities be  structured?  The  project  staff  will 
feel  more  at  ease  with  social  service  profes- 
sionals, business  leaders,  government  officials, 
and  middle-class  volunteers.  How  will  project 
leaders  recruit  consumers,  patients,  and  work- 
ing-class and  low-income  members?  How  will 
they  deal  with  class  issues  and  suspicions  in 
the  community  coalitions  and  in  the  commu- 
nity at  large?  How  will  they  involve  local 
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minority  groups,  such  as  African  Americans 
and  Native  Americans,  in  the  project?  How 
do  they  propose  to  give  local  people  a  sense 
of  ownership  of  the  coalitions? 

Another  important  set  of  questions  con- 
cerns the  geographical  unit  that  community- 
based  programs  should  adopt.  If,  as  argued 
above,  the  lack  of  an  Appalachian  identity 
makes  a  regionwide  coalition  impractical, 
what  should  be  the  focus  of  ALIC's  four  pro- 
jects in  the  region — the  county,  local  develop- 
ment districts,  or  the  state?  The  most  success- 
ful community  organizing  in  Appalachia  has 
been  based  on  county  and  state  coalitions. 
But  ALIC  projects  cross  state  lines  and  include 
coal  and  noncoal  counties.  This  concern 
points  to  the  need  for  new  organizing  strate- 
gies that  can  build  bridges  across  county  and 
state  lines. 

ALIC  project  staff  face  an  important  choice 
in  Appalachia.  Will  their  projects  primarily  be 
another  endeavor  in  Appalachia  that  views 
local  people's  behavior  as  a  problem  to  be 
solved?  Or  are  they  to  be  projects  for 
Appalachian  people — projects  that  empower 
them  by  identifying  and  using  local  cultural 
resources  and  by  helping  them  make  the 
broader  connections  between  cancer  preven- 
tion and  control  and  the  need  to  change  both 
individual  behavior  and  systemic  causes  of 
cancer?  ALIC  projects  choosing  the  first 
option  will  resemble  the  Appalachian  single- 
issue  groups  discussed  above;  they  are  likely 
to  have  a  limited  and  short-term  impact. 
However,  if  ALIC  projects  choose  the  latter 
option  and  pursue  an  organizing  approach 
that  is  flexible,  democratic,  pragmatic,  and 
grounded  in  the  past  and  present  of  the  par- 
ticipants' lives,  they  will  resemble  the  highly 
successful  membership-run  organizations 
such  as  Save  Our  Cumberland  Mountains, 
Kentuckians  For  The  Commonwealth,  and 
the  Community  Farm  Alliance  (Allen  1993; 
Hamilton  and  Ryan  1993;  Zuercher  1991). 
Adopting  such  a  strategy  would  enable  pro- 
jects involving  community-based  coalitions 


to  develop  client-centered  health  centers  for 
cancer  where  local  residents  feel  a  sense  of 
ownership  and  community.  This  second 
option  is  by  far  the  most  difficult  and  chal- 
lenging one,  but  it  is  the  only  one  that  offers 
the  possibility  of  substantive  change  over  the 
long  haul. 

Notes 

1.  This  discussion  draws  heavily  from 
Introduction  and  from  Conclusion:  New  pop- 
ulist theory  and  the  study  of  dissent  in 
Appalachia,  both  written  by  S.L.  Fisher.  In: 
Fisher,  S.L.,  ed.  Fighting  Back  in  Appalachia: 
Traditions  of  Resistance  and  Change. 
Philadelphia:  Temple  University  Press,  1993. 

2.  The  Appalachian  Reader:  An  Independent 
Citizens  Quarterly  serves  as  the  most  impor- 
tant, regular,  and  up-to-date  source  of  infor- 
mation on  grassroots  organizing  in 
Appalachia.  See  also  Fisher,  S.L.  Dissent  in 
Appalachia:  A  bibliography.  In:  Fisher,  S.L., 
ed.  Fighting  Back  in  Appalachia:  Traditions  of 
Resistance  and  Change.  Philadelphia:  Temple 
University  Press,  1993,  pp.  339-360. 

3.  For  a  discussion  of  sources  on  labor  issues 
and  struggles  in  Appalachia  after  1960,  see 
Fisher,  S.L.  Dissent  in  Appalachia:  A  bibliogra- 
phy. In:  Fisher,  S.L.,  ed.  Fighting  Back  in 
Appalachia:  Traditions  of  Resistance  and  Change. 
Philadelphia:  Temple  University  Press,  1993, 
pp.  346-351. 

4.  The  following  discussion  draws  from  a 
variety  of  sources  that  are  part  of  a  vigorous 
debate  in  community  organizing  circles  dur- 
ing the  past  decade  over  what  organizational 
instruments  and  strategies  are  best  suited  for 
building  progressive  citizen  groups  and  politi- 
cal movements.  These  sources  can  be  found  in 
Fisher,  S.L.  Conclusion:  New  populist  theory 
and  the  study  of  dissent  in  Appalachia.  In: 
Fisher,  S.L.,  ed.  Fighting  Back  in  Appalachia: 
Traditions  of  Resistance  and  Change. 
Philadelphia:  Temple  University  Press,  1993, 
pp.  317-336. 
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C     H     A     P     T 

E     R         4 

Action 

Steps 

▼ 

1.  Build  statewide  and  regionwide  net- 

menls lo  the  local  coalition's  agenda 

works  of  local  community-based  coali- 

for change. 

tions.  Use  these  networks  to  better  con- 

nect local  issues  to  state  and  national 

8.  Foster  friendly  and  trusting  rela- 

concerns. 

tionships  with  people  of  the  local  area 

by  involving  them  in  every  stage  of 

2.  Clarify  the  connection  between 

program  planning,  development,  and 

local  efforts  and  those  of  state  and 

implementation. 

national  institutions,  and  encourage 

local  ALIC  participants  to  see  themselves 

9.  Be  sensitive  to  the  needs,  histories, 

as  actors  at  not  only  the  local  but  also  the 

and  traditions  of  community  residents, 

national  level. 

and  avoid  coming  into  communities 

with  set  agendas,  victim-blaming  assump- 

3. Draw  on  grassroots  leadership  and 

tions,  specific  methodologies  designed  to 

groups  that  have  long  histories  in  the 

enhance  behavior,  and  a  blind  eye  to  the 

local  community  and  broad  experience 

social,  political,  and  economic  causes  of 

in  working  to  improve  local  conditions. 

the  region's  problems. 

4.  Center  health  promotion  efforts 

10.  Be  aware  of  community  resources 

around  the  concept  of  "community" 

and  community  efforts  to  improve  the 

as  defined  by  local  people,  and  situate 

life  of  its  people.  Utilize  the  leaders  and 

ALIC  initiatives  in  the  intricate  network 

traditions  of  these  efforts. 

of  work,  family,  and  community  needs 

and  histories. 

1 1.  Create  a  working  coalition  structure 

that  involves  members  of  the  target  pop- 

5. Use  ALIC  to  create  ongoing,  multi- 

ulations  and  enables  coalition  members 

issue,  reflective,  and  democratic  coali- 

to listen  and  learn  from  each  other. 

tions  that  empower  their  members,  offer 

leadership  training,  teach  democratic 

12.  Develop  programs  that  not  only 

skills,  and  foster  a  sense  of  ownership 

reach  out  to  community  residents  but 

in  community  matters. 

also  empower  local  people. 

6.  Address  class,  ethnic,  and  gender 

13.  Identify  and  use  local  cultural 

conflicts  as  obstacles  to  effective  coalition 

resources. 

processes  and  outreach  activities. 

14.  Help  community  members  make 

7.  Extrapolate  the  most  humane,  pro- 

the connection  between  cancer  preven- 

gressive, and  transformative  elements  of 

tion  and  changing  both  individual 

a  local  area's  culture,  and  link  these  ele- 

behavior  and  systemic  causes  of  cancer. 
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SECTION  II 


Preparing  the  Soil 


The  chapters  in  this  section  offer  an 
overview  of  the  context  of  community- 
based  coalition  efforts  to  improve 
health  status  and  care.  The  chapters  address 
national  resources  and  lessons  rather  than 
those  specific  to  Appalachia.  Of  course,  these 
resources  and  lessons  are  related — as  are  all 
other  elements  of  Appalachia — to  national 
resources  and  events,  as  Section  1  made  clear. 
Whereas  Section  1  offered  solid  ground  on 
which  to  stand  in  community-based  coalition 
efforts  in  Appalachia,  this  section  offers  the 
tools  and  insights  with  which  to  work  the 
soil  for  successful  community-based  coalition 
efforts  in  health  interventions,  specifically 
cancer  prevention  and  control.  Consequently, 
each  chapter  in  this  section  provides  informa- 
tion on  some  large  area  of  interest  to  commu- 
nity-based coalition  efforts  to  prevent  and 
control  cancer  and  relates  that  information 
to  Appalachia. 

Chapter  6,  for  example,  describes  the  federal 
government's  health  promotion  objectives 
related  to  cancer,  which  are  presented  in 
Healthy  People  2000  (U.S.  Department  of 
Health  and  Human  Services  1991).  These 
objectives  for  the  nation  represent  the  most 
ambitious  effort  yet  to  identify  preventable 
aspects  of  illness,  to  measure  risks,  and  to  set 
objectives  to  reduce  those  risks  by  the  year 
2000.  Chapter  6  is  particularly  useful  to  intro- 
duce readers  to  our  knowledge  about  cancer, 
its  causes,  and  several  programs  to  address 


them.  Chapter  7  explains  that  poverty  lurks 
behind  several  risks  for  cancer.  This  chapter 
examines  a  wide  range  of  studies  to  specify 
elements  of  socioeconomic  status  associated 
with  cancer — for  example,  literacy  and  access 
to  health  care.  It  also  provides  recommenda- 
tions for  community-based  health  promotion 
efforts  intended  to  serve  low-income  groups. 
Chapters  8  and  9  provide  information  on 
coalitions.  Chapter  8  provides  a  general  view 
of  community-based  coalitions  in  a  broad 
array  of  areas,  such  as  neighborhood  improve- 
ment and  health.  This  chapter  presents  the 
lessons  we  have  learned  about  the  types  of 
community-based  coalitions,  their  formative 
processes,  and  their  maintenance.  Chapter  9 
examines  previous  and  current  efforts  of  the 
National  Cancer  Institute  (NCI)  to  conduct 
coalition  activities  for  cancer  prevention  and 
control.  This  chapter  provides  an  institutional 
rationale  for  coalition  work  that  complements 
the  community  rationale  presented  in  Chapter 
8.  The  four  broad  coalition  efforts  described  in 
Chapter  9  furnish  community-based  coalition 
health  efforts  resources  on  which  to  borrow 
and  ideas  to  replicate.  In  research  original  to 
this  volume,  this  chapter  distills  knowledge 
gained  from  the  several  coalition  efforts  of 
NCI.  In  addition.  Chapter  9  offers  information 
on  resources  within  NCI  that  are  helpful  for 
any  community-based  coalition  effort  on 
cancer  prevention  and  control. 
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Chapter  10  provides  insight  into  recent 
organized  efforts  that  combine  and  extend 
elements  of  the  other  chapters  in  this  section. 
It  describes  the  development,  rationale,  and 
functions  of  advocacy  groups,  with  a  focus 
on  those  organized  around  breast  cancer.  This 
chapter  introduces  powerful  new  players  and 
their  efforts  to  improve  cancer  prevention  and 
control.  It  also  describes  one  set  of  organized 
efforts  by  patients  and  activists  to  use  and 
improve  existing  cancer  resources  and  to 
develop  new  ones  with  more  representation 
and  participation  of  cancer  victims.  1  hese 
efforts,  which  sometimes  produce  conflict, 
offer  the  prospect  of  greater  collaboration 
between  health  professionals  and  informed, 
organized  health  care  consumers  for  more 
effective  client-based  approaches  in  health 
promotion.  In  this  development  effort, 
Appalachia  has  main  precursors,  including 
the  black  lung  mo\ement  diul  the  de\elop- 
ment  of  community  health  imters. 

Regardless  of  how  nuKh  insight  thcx  pro- 
vide, the  chapters  of  Section  II  also  nuike  docU 
how  nuich  more  there  is  to  lecun.  I  he  wax  in 
which  the  objectives  and  measures  of  UcdhUv 
People  2000  apply  to  rural  areas  is  not  clear. 
For  example,  are  the  objectives  reasonable  for 
rural  areas  where  availability  of  and  access  to 
health  resources  are  limited?  In  addition, 
much  of  what  we  know  about  the  relationship 
between  socioeconomic  status  and  cancer 
comes  from  studies  of  race  and  cancer.  Those 
studies  emphasize  that  cancer  is  related  to 
poverty  rather  than  race.  Too  few  studies  spec- 
ify how  poverty  and  cancer  are  related.  This 
information  is  obviously  important  for  coali- 
tions, in  areas  with  high  poverty  rates,  to 
develop  strategies  related  to  the  groups  with 
highest  risks  for  illness,  including  cancer. 

Similarly,  despite  what  we  know  about  com- 
munity coalitions  and  coalition  efforts  within 


NCI,  each  coniinunit\-based  coalition,  such  as 
those  supported  h\  the  Appalachia  Leadership 
Initiative  on  Cancer  t.AIJC),  will  have  to  wres- 
tle with  establishing  an  organization  that  rep- 
resents all  groups  necessary  for  an  effective 
program:  those  at  risk  and  providers  of  ser- 
\ices,  critics  and  elefenders  of  services  and 
programs,  locally  elected  officials  and  infor- 
mal community  leaders,  and  professionals 
and  "creekwise"  intellectuals. 

In  the  last  chapter  of  Section  1,  I  isher  cau- 
tions that  a  gap  may  de\elop  between  the 
agenda  of  communil\ -based  coalition  inter- 
ventions, such  as  AI  K    projects,  and  the  agen- 
da of  the  communitN  leaders  whom  those 
inter\entions  seek  to  invoke,  lisher  cites 
environmental  risks  as  an  example.  Many  of 
the  current  communit\-organized  efforts  in 
Appalachia  are  aimed  at  stopping  solid  waste 
and  hazardous  material  dumps  and  incinera- 
tors in  the  region.  Health  professionals  ha\c 
not  reached  conclusions  about  the  health  risks 
that  these  measures  represent.  .\s  if  to  illus- 
tratt.'  I  isher's  point,  (  hapter  (•>  points  out  the 
gap  in  mlormation  that  exists  about  the  rela- 
tion of  occupation  and  en\  ironment  to  can- 
cer. (Chapter  10  warns  of  some  conflicts  that 
may  de\elop  within  coalitions  between  the 
patients  and  acti\ists  and  the  gatekeepers  of 
the  current  health  care  system. 

Thus,  this  section  primarily  addresses 
prospects  of  health  interventions  by  commu- 
nity-based coalitions.  Secondarily,  however, 
it  also  discusses  the  problems  associated  with 
developing  those  prospects.  The  chapters  in 
the  section  describe  what  we  know  and  do 
not  know  about  risks  for  cancer  and  coalition 
efforts  to  address  them.  Like  the  chapters  of 
Section  I,  those  in  Section  II  offer  information 
about  the  context  within  which  the  .ALIC  pro- 
jects will  work.  This  context  includes  work  in 
related  areas  and  models  of  coalitions  that 
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have  preceded  AUG.  This  work  and  these 
models  provide  practical  experience  that  has 
prepared  the  ground  on  which  ALIC  works 
and  resources  on  which  AUG  projects  can 
draw.  Implicit  in  the  discussions  of  the  chap- 
ters in  this  section  are  the  prospects  of  work 
and  models  of  health  promotion  that  develop, 
and  improve,  those  that  preceded  ALIG. 
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CHAPTER    6 


Healthy  People  in  Rural  Areas 
by  the  Year  2000 

Burn  Poitnov 


Introduction 

The  purpose  of  this  chapter  is  to  familiarize 
the  reader  with  the  U.S.  Department  of  Health 
and  Human  Services'  initiative  Hculthv  People 
2000  (U.S.  Department  ot  IkMith  ami  llunun 
Services  1991).  The  initiative  proxitks  a  frame- 
work and  prioritization  for  health  promotion 
and  disease  prevention  effc^rts  for  federal, 
state,  and  local  agencies.  Included  in  this 
chapter  are  cancer-specific  national  health 
objectives  and  their  scientific  rationale,  the 
existing  data  sources  and  gaps  for  monitoring 
progress  toward  the  objectives,  and  selected 
National  Cancer  Institute  (NCI)  interven- 
tions that  hold  promise  for  effecting  positive 
change.  Healthy  People  2000  benefits  state  and 
local  public  health  prc^fessionals  h\'  providing 
a  blueprint  for  action.  It  also  provides  a  list 
of  comprehensive  health  objectives  that 
can  be  used  for  program  development 
and  evaluation. 

The  Year  2000:  A  Cancer  Profile 
of  the  American  People 

The  1979  Surgeon  Generul's  Report  ou  Health 
Proniotiou  uud  Diseuse  Prevention — Heulthy 
People  targeted  five  broad  national  goals  for 
1990,  one  goal  for  each  of  the  five  major 
stages  of  life — infants  (under  1  year),  children 
(1  to  14  years),  adolescents  and  young  adults 
(15  to  24  years),  adults  (25  to  64  years),  and 
elderly  (65  years  and  older)  (U.S.  Department 
of  Health,  Education,  and  Welfare  1979). 


Similarl\,  llculll\y  People  2000  uses  the  same 
age  groups  for  specifying  national  objectives 
and  iiioiiitoring  change  and  is  organized  into 
thi\r  hioad  areas.  I  he  first  goal  is  to  increase 
the  healthy  lifespan  of  Americans. 

The  second  goal  is  to  reduce  the  health  dis- 
parities among  .Americans,  directed  at  improv- 
ing death,  disease,  and  disability  rates  for 
racial  and  ethnic  populations  and  people  with 
lower  income  levels  compared  with  the  total 
general  population.  Unfortunately,  recent  data 
show  that  .African  .Americans  bear  a  dispropor- 
tionate burden  of  cancer,  marked  by  increas- 
ing mortalit)  rates  for  a  number  of  cancer 
sites,  including  the  laryn.x,  oral  cavity,  pan- 
creas, colorectal,  prostate,  and  female  breast. 
The  Hispanic  cancer  experience  also  differs 
from  that  of  the  white  population  with  higher 
rates  of  cervical,  esophageal,  gallbladder,  and 
stomach  cancers.  The  rate  of  incidence  (or 
new  cases  of  cancer  usually  expressed  in  rates 
per  100,000  population)  in  breast  and  lung 
cancers  is  increasing  among  Hispanics  with 
diagnoses  at  later  stages  and  resultant  lower 
survival  rates. 

The  third  goal  is  to  achieve  access  to  preven- 
tive services  for  all  Americans.  Again,  there 
are  major  disparities  of  access  to  preventive 
services  between  minorit)'  and  underserved 
populations  compared  with  the  general 
population. 

The  average  life  expectancy  at  birth 
increased  to  75  years  in  1989,  representing 
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a  gain  of  28  years  since  the  beginning  of  the 
20th  century.  Unfortunately,  the  life  expectan- 
cy for  African  Americans  has  remained  behind 
that  for  the  total  population  and,  as  of  1989, 
was  69  years. 

In  1994,  an  estimated  538,000  people  will 
die  of  cancer — one  of  every  five  deaths  in  the 
United  States  (Boring  et  al.  1994).  It  is  also 
estimated  that  1,208,000  new  cases  of  cancer 
will  be  diagnosed  in  1994,  a  figure  that  does 
not  include  carcinoma  in  situ  and  squamous 
cell  skin  cancers  estimated  at  700,000  cases 
per  year.  Table  1  depicts  the  estimated  new 
cancer  cases  and  deaths  for  1994  for  the  major 
cancer  sites. 

Cigarette  smoking  has  been  identified  as  the 
largest  preventable  risk  factor  related  to  mor- 
tality. It  is  estimated  that  more  than  419,000 
lives  are  lost  each  year,  primarily  from  lung 
cancer,  cardiovascular  disease,  and  chronic 
obstructive  lung  disease  linked  to  tobacco  use. 
The  American  Cancer  Society  (ACS)  estimated 


that  in  1993  approximately  160,000  people 
would  die  of  tobacco-related  cancers.  The 
smoking  prevalence  rate  for  adults  in  the 
United  States  age  18  years  and  older  was  25 
percent  in  1991,  which  means  that  approxi- 
mately 50  million  Americans  were  regular 
users  of  cigarettes  (Boring,  et  al.  1994).  A 
major  concern  is  that  the  percentage  of 
women  who  smoke  is  about  the  same  as  it 
was  35  years  ago,  whereas  the  percentage  of 
men  who  smoke  has  dropped.  Alarmingly, 
the  percentage  of  our  children  who  smoke  has 
not  declined  in  the  past  decade  despite  major 
efforts  by  federal,  state,  and  voluntary  agen- 
cies. More  than  3,000  teenagers  become  regu- 
lar smokers  each  day  in  the  United  States 
(Boring  et  al.  1994). 

Smoking  is  inversely  related  to  educational 
level — 42  percent  of  men  and  32  percent  of 
women  who  did  not  finish  high  school  report- 
ed themselves  as  current  smokers  in  1990. 
This  is  in  contrast  to  men  and  women  who 
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TABLE  1 


Estimated  New  Cancer  Cases  ami  Deaths  for  1994 
All  Races,  By  Sex 

Primary  Site 

Estimated  New  Cases 

Estimated  Deaths 

Total 

Males 

Females 

Total 

Males 

Females 

All  Sites 

1,208,000 

632,000 

576,000 

538,000 

283,000 

255,000 

Oral  Cavity  and  Pharynx 

29,600 

19,800 

9,800 

7,925 

5,150 

2,775 

lip 

3,300 

2,800 

500 

75 

50 

25 

Tongue 

6, ()(){) 

3,800 

2,200 

1,750 

1,100 

650 

Mouth 

1  1,100 

6,600 

4,500 

2,100 

1,200 

900 

Pharynx 

9,200 

6,600 

2,600 

4,000 

2,800 

1,200 

Digestive  System 

233,300 

123,100 

110,200 

121,450 

64,550 

56,900 

Esophagus 

1  1, ()()() 

8,000 

3,000 

10,400 

7,800 

2,600 

Stomach 

24,000 

15,000 

9,000 

14,000 

8,400 

5,600 

Snuill  Intestine 

3,600 

2,000 

1,600 

950 

500 

450 

Colon 

107,000 

52,000 

55,000 

49,000 

24,000 

25,000 

Rectum 

42,000 

23,000 

19,000 

7,000 

3,800 

3,200 

Liver  and  Intrahepatic 
Bile  Duct 

16,100 

8,800 

7,300 

13,200 

7,200 

6,000 

Pancreas 

27,000 

13,000 

14,000 

25,900 

12,400 

13,500 

Other  Digestive 

2,600 

1,300 

1,300 

1. ()()() 

450 

550 

Respiratory  System 

189,000 

112,800 

76,200 

158,200 

96,900 

60,300 

Larynx 

12,500 

9,800 

2,700 

3,800 

3,000 

800 

Lung  and  Bronchus 

172,000 

100,000 

72,000 

153,000 

94,000 

59,000 

Other  Respiratory 

4,500 

3,000 

1,500 

1,400 

900 

500 

Bones  and  Joints 

2,000 

1 , 1 00 

900 

1,075 

600 

475 

Soft  Tissues 

6,000 

3,300 

2,700 

3,300 

1,600 

1,700 

Melanomas  of  Skin 

32,000 

17,000 

15,000 

6,900 

4,300 

2,600 

Breast 

183,000 

1,000 

182,000 

46,300 

300 

46,000 

Genital  Organs 

283,400 

208,100 

75,300 

63,725 

38,525 

25,200 

Cervix  Uteri 

15,000 

15,000 

4,600 

4,600 

Corpus  and  Uterus,  NOS 

31,000 

31,000 

5,900 

5,900 

Ovary 

24,000 

24,000 

13,600 

13,600 

Other  Female  Genital 

5,300 

5,300 

1,1000 

1,100 

Prostate 

200,000 

200,000 

38,000 

38,000 

Testis 

6,800 

6,800 

325 

325 

Other  Male  Genital 

1,300 

1,300 

200 

200 

iontiinwii 
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TABLE  1  (continued) 


Estimated  New  Cancer  Cases  and  Deaths  for  1994 
All  Races,  By  Sex 

Primary  Site 

Estimated  New  Cases 

Estimated  Deaths 

Total 

Males 

Females 

Total 

Males 

Females 

Urinary  System 

78,800 

55,000 

23,800 

21,900 

13,800 

8,100 

Urinary  Bladder 

52,200 

38,000 

13,200 

9,900 

6,500 

3,400 

Kidney  and  Other 
Urinary 

27,600 

17,000 

10,600 

11,300 

6,800 

4,500 

Eye  and  Orbit 

1,750 

950 

800 

250 

125 

125 

Brain  and  Other 
Nervous  System 

17,500 

9,600 

7,900 

12,600 

6,800 

5,800 

Endocrine  Glands 

14,450 

4,150 

10,300 

1,725 

750 

975 

Thyroid 

13,000 

3,400 

9,600 

1,025 

400 

625 

Other  Endocrine 

1,450 

750 

700 

700 

350 

350 

Lymphomas  &  Myelomas 

65,600 

35,900 

28,700 

29,700 

17,100 

15,450 

Hodgkin's  Disease 

7,900 

4,400 

3,500 

1,550 

900 

650 

Non-Hodgkin's 
Lymphoma 

45,000 

25,000 

20,000 

21,200 

11,200 

10,000 

Multiple  Myeloma 

12,700 

6,500 

6,200 

9,800 

5,000 

4,800 

Leukemias 

28,600 

16,200 

12,400 

19,100 

10,500 

8,600 

All  Other  Sites 

43,000 

24,000 

19,000 

41,000 

21,000 

20,000 

Excludes  basal  and  squamous  eel 
on  rates  from  the  NCI  SEER  Progt 

/  skin  and  in  si 
■am  1988-90. 

tu  carcinomas  e 

xcept  urinary  b 

ladder,  bidder 

ice  estimates  ar 

s  based 

Source:  Boring  CC,  Squires  TS,  Tong  T.  1 993 .  With  permission  f rom  J .  B .  Lippincott  Company. 


graduated  from  college,  of  whom  about  15 
percent  and  14  percent,  respectively,  smoked 
in  1990.  The  Appalachian  region,  with  a  lower 
average  educational  level,  exhibits  higher 
smoking  rates  and  corresponding  increased 
risk  of  cancer  and  heart  disease. 

For  breast  cancer,  an  estimated  182,000 
new  cases  will  be  diagnosed  in  women  in 
1994.  Breast  cancer  is  the  second  leading  can- 
cer site  in  women,  having  recently  been  sur- 
passed by  lung  cancer.  According  to  ACS, 
approximately  46,000  women  will  die  of 
breast  cancer  in  1994  (Table  1).  The  early 


detection  of  breast  cancer  increases  the 
chances  of  survival  dramatically.  Regular 
screening  can  reduce  breast  cancer  deaths  by 
an  estimated  30  percent.  Unfortunately,  only 
47  percent  of  women  age  50  years  and  older 
have  received  a  clinical  breast  examination 
and  mammogram  within  the  past  2  years. 
The  early  detection  of  cervical  cancer,  as 
with  breast  cancer,  can  have  a  significant 
effect  on  the  mortality  rate.  In  fact,  the  Pap 
test  has  contributed  to  a  50-percent  decline  in 
cervical  deaths  since  1969.  Currently,  93  per- 
cent of  women  age  18  and  older  report  ever 
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having  had  a  Pap  test,  and  83  percent  report 
having  had  the  test  within  the  past  3  years. 

Rural  Population  as  a 
Special  Population 

The  term  "special  populations"  refers  to 
those  population  groups  in  the  United  States 
that  are  at  a  higher-than-average  risk  of  death, 
disease,  and  disability.  These  groups  often 
need  special  targeted  efforts.  African 
Americans,  Hispanics,  Native  Americans, 
persons  older  than  65,  blue-collar  workers, 
and  low-income  groups  are  all  popuLitioii 
groups  identified  as  being  medically  under- 
served  and  having  elevated  health  risks.  These 
groups  are  specifically  addressed  with  health 
objectives  in  Healthy  People  2()()(). 

However,  significant  national  concern  also 
exists  about  the  health  ot  rural  poinilations. 
U.S.  rural  coiiiiiumities  have  lower  income, 
higher  poverty,  and  less  education  than  their 
urban  neighbors.  Ihey  have  higher  rates  of 
chronic  illness  and  disability  and  report  poor- 
er overall  health  status  than  urban  residents 
(National  Center  for  Health  Statistics  1985). 
In  addition,  rural  residents  have  less  access  to 
health  care  services  and  are  less  likely  to  have 
health  insurance.  Because  of  the  large  propor- 
tion of  low-income  families,  blue-collar  work- 
ers, and  medically  underserved  people  residing 
in  rural  areas,  rural  populations  are  viewed  as 
a  special  population.  As  described  in  Section  I 
of  this  monograph,  Appalachia  has  the  burden 
of  including  large  numbers  of  these  special 
populations  within  its  boundaries. 

Year  2000  Objectives— 
The  Development  Process 

The  Healthy  People  2000  objectives  were 
developed  and  agreed  on  by  numerous  organi- 
zations and  took  nearly  3  years  to  complete. 
Approximately  300  national  organizations 
and  representatives  from  all  the  state  health 
departments  joined  the  U.S.  Department  of 
Health  and  Human  Services  in  this  project. 
During  the  development  process,  regional 


and  national  hearings  were  held  to  solicit 
comments  on  the  health  promotion  and  dis- 
ease prevention  priorities  of  the  next  decade. 
Healthy  People  2000  represents  the  culmina- 
tion of  this  process.  The  strength  of  the 
Healthy  People  2000  objectives  stems  from  the 
fact  that  consensus  was  reached  in  defining 
the  objecti\es  at  nuillipie  levels  of  govern- 
ment and  that  the  objectives  were  measurable. 
Chapter  1()  ot  the  report  focuses  entirely  on 
cancer;  other  chapters  on  nutrition,  tobacco, 
alcohol,  educational  and  community-based 
programs,  occupational  s.itLt\  and  health, 
en\  ironmeiital  health,  oral  health,  and  clini- 
cal preventive  services  all  are  related  directly 
or  indirectK'  to  cancer. 

In  recent  decades,  it  has  become  increasing- 
l\  e\  ident  that  most  cancer  is  caused  or  pro- 
moted In  litest\le  aiul  t.n\  ironniental  factors. 
Although  research  is  ad\  ancing  rapidU',  genet- 
ic factors  remain  largely  out  of  our  control. 
In  addition,  changes  in  enx'ironmental  condi- 
tions usuall),  IhoLigh  not  alvva\'s,  require 
broad  social  action  or  system  alteration. 
Therefore,  lifestyle  factors,  because  they  are 
heha\iors  o\er  which  the  inili\  idual  has  C(M1- 
trol,  remain  the  focus  of  cancer  prevention 
and  control  activities  for  N(  1.  These  behaviors 
include  tobacco  and  alcohol  use,  choice  of 
diet,  excessive  exposure  to  sunlight,  sexual 
behavior  patterns,  and  use  of  cancer  screening 
procedures. 

As  the  year  2000  approaches,  the  key 
objectives  for  NCI  are  to: 

►  Reduce  the  percentage  of  adolescents 
and  adults  who  use  tobacco; 

►  Encourage  change  in  individual  diets  to 
reduce  the  percentage  of  fat  intake  and  to 
increase  fiber  intake  by  eating  more  fruits, 
vegetables,  and  whole  grains; 

►  Increase  the  proportion  of  women 
receiving  Pap  tests  and  mammograms;  and 

►  Increase  the  use  of  state-of-the-art  cancer 
treatments  and  prevention  and  control 
activities. 
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The  specific  measurable  objectives  are 
outlined  in  Table  2. 

Selected  objectives  from  other  Healthy  People 
2000  priority  areas  relevant  to  cancer  and 
rural  populations  are  listed  along  with  their 
chapter  numbers  in  Table  3. 

The  objectives  from  other  priority  areas  are 
important  in  three  respects.  First,  they  provide 
a  measurable  baseline  for  comparison  and  are 
useful  in  determining  needs  for  communities. 
Second,  the  objectives  provide  a  focal  point 
for  community  and  state  action  that  can  be 
scientifically  defended.  Third,  from  a  review 
of  the  cancer-specific  and  related  objectives, 
it  becomes  apparent  that  there  are  strong 
interrelationships  and  that  community  and 


state  action  must  take  into  account  these 
interrelationships. 

Tracking  Progress 

Included  in  each  chapter  of  Healthy  People 
2000  is  a  section  on  surveillance  and  data 
needs.  Surveillance  serves  the  function  of 
monitoring  progress  toward  the  attainment 
of  objectives  and  indicates  areas  for  increased 
or  decreased  activity.  Often  local  communities 
and  even  states  lack  the  requisite  data  systems 
to  set  baselines  and  track  progress,  so  informa- 
tion must  be  extrapolated  from  national  data. 
NCI's  Surveillance,  Epidemiology,  and  End 
Results  Program  (SEER)  monitors  the  cancer 
burden  on  the  population  of  the  United  States 


TABLE  2 


Healthy  People  2000  cancer  objectives 


16.1^ 


16.2^ 


16.3 


16.4 


16.5 


Reverse  the  rise  in  cancer  deaths  to  achieve  a  rate  of  no  more  than  130  per  100,000 
people.  (Age-adjusted  baseline:  133  per  100,000  in  1987) 

Note:  In  its  publications,  the  National  Cancer  Institute  (NCI)  age-adjusts  cancer  death 
rates  to  the  1970  U.S.  population.  Using  the  1970  standard,  the  equivalent  baseline  and 
target  values  for  this  objective  would  be  171  and  175  per  100,000,  respectively. 

Slow  the  rise  in  lung  cancer  deaths  to  achieve  a  rate  of  not  more  than  42  per  100,000 
people.  (Age-adjusted  baseline:  37.9  per  100,000  in  1987) 

Note:  In  its  publications,  NCI  age-adjusts  cancer  death  rates  to  the  1970  U.S.  popula- 
tion. Using  the  1970  standard,  the  equivalent  baseline  and  target  values  for  this  objec- 
tive would  be  47.9  and  53  per  100,000,  respectively. 

Reduce  breast  cancer  deaths  to  no  more  than  20.6  per  100,000  women.  (Age-adjusted 
baseline:  22.9  per  100,000  in  1987) 

Note:  In  its  publications,  NCI  age-adjusts  cancer  death  rates  to  the  1970  U.S.  popula- 
tion. Using  the  1970  standard,  the  equivalent  baseline  and  target  values  for  this  objec- 
tive would  be  27.2  and  25.2  per  100,000,  respectively. 

Reduce  deaths  from  cancer  of  the  uterine  cervix  to  no  more  than  1.3  per  100,000 
women.  (Age-adjusted  baseline:  2.8  per  100,000  in  1987) 

Note:  In  its  publications,  NCI  age-adjusts  cancer  death  rates  to  the  1970  U.S.  popula- 
tion. Using  the  1970  standard,  the  equivalent  baseline  and  target  values  for  this  objec- 
tive would  be  3.2  and  1.5  per  100,000,  respectively. 

Reduce  colorectal  cancer  deaths  to  no  more  than  13.2  per  100,000  people.  (Age-adjusted 
baseline:  14.4  per  100,000  in  1987) 

Note:  In  its  publications,  NCI  age-adjusts  cancer  death  rates  to  the  1970  U.S.  popula- 
tion. Using  the  1970  standard,  the  equivalent  baseline  and  target  values  for  this  objec- 
tive would  be  20.1  and  18.7  per  100,000,  respectively. 


continued 
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TABLE  2  (continued) 


Hccilthy  People  2000  citncer  objectives 

SERVICES  AND  PROTECTION  OBJECTIVES 

16.10 

Increase  to  at  least  75  percent  the  |)r()[)c)rli()ii  ot  priniarN  care  prt)\  iders  who  routinely 

counsel  patients  about  tobacco  use  cessation,  diet  modification,  and  cancer  screening 

recommendations.  (Baseline:  About  52  percent  of  internists  reported  counseling  more 

than  75  percent  of  their  smoking  patients  about  smoking  cessation  in  1986.) 

16.11 

Increase  to  at  least  80  percent  the  [)ro[)ortit)n  ot  women  age  40  and  older  who  have  ever 

received  a  clinical  breast  examination  and  a  mammogram,  and  to  at  least  60  percent 

those  age  50  and  older  who  have  received  them  within  the  preceding  1  to  2  years. 

(Baseline:  36  percent  of  women  age  40  and  older  "e\er"  in  1987;  25  percent  of  women 

age  50  and  older  "within  the  preceding  2  years"  in  1987) 

Special  Population  largets 

Clinical  Breast  Exam  and  Mammogram:               1987  Baseline                  2000  Target 

%                                    % 

Ever  Received 

16.11a 

Hispanic  women  age  40  and  older                                  20                                   80 

16.11b 

Low-income  women  age  40  and  older                            22                                   80 

(annual  family  income<S  10,000) 

16.11c 

Women  age  40  and  older  with  less  than                         23                                     80 

high  school  education 

16.1  Id 

Women  age  70  and  older                                                 25                                    80 

16. lie 

African-American  women  age  40                                    28                                   80 

and  older 

Received  Within  Preceding  2  Years 

16.11a 

Hispanic  women  age  50  and  older                                  18                                    60 

16.11b 

Low-income  women  age  50  and  older                            15                                    60 

(annual  family  income<$  10,000) 

16.11c 

Women  age  50  and  older  with  less  tlicui                          16                                      60 

high  school  education 

16. lid 

Women  age  70  and  older                                                 18                                   60 

16. lie 

African-American  women                                                  19                                     60 

age  50  and  older 

16.12 

Increase  to  at  least  95  percent  the  proportion  of  women  age  18  and  older  with  uterine 

cervix  who  have  ever  received  a  Pap  test,  and  to  at  least  85  percent  those  who  received  a 

Pap  test  within  the  preceding  1  to  3  years.  (Baseline:  88  percent  "ever"  and  75  percent 

"within  the  preceding  3  years"  in  1987) 

contituu'il 
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TABLE  2  (contimied) 


Healthy  People  2000  cancer  objectives 


RISK  REDUCTION  OBJECTIVES 


16.6* 


16.6a 

16.6b 

16.6c 

16.6d 

16. 6e 

16.6f 

16.6g 

16.6h 

16.6i 

16.6] 


16.7* 


16.8* 


16.9 


Reduce  cigarette  smoking  to  a  prevalence  of  no  more  than  15  percent  among  people 
age  20  and  older.  (Baseline:  29  percent  in  1987,  32  percent  for  men  and  27  percent 
for  women) 


Special  Population  Targets 


Cigarette  Smoking  Prevalence 


People  with  a  high  school  education 

or  less  age  20  and  older 
Blue-collar  workers  age  20  and  older 
Military  personnel 
African  Americans  age  20  and  older 
Hispanics  age  20  and  older 
American  Indians/Alaska  Natives 
Southeast  Asian  men 
Women  of  reproductive  age 
Pregnant  women 
Women  who  use  oral  contraceptives 


1987  Baseline 

2000  Target 

(%) 

(%) 

34 

20 

36 

20 

42^ 

20 

34 

18 

33$ 

18 

42-70§ 

20 

55* 

20 

29- 

12 

25« 

10 

36-^ 

10 

n988  baseline;  $1982-84  baseline  for  Hispanics  age  20-74;  §1979-87  estimates  for 
different  tribes;  ♦  1984-88  baseline;  "Baseline  for  women  age  18-44;  •1985  baseline; 
•M983  baseline 


Note:  A  cigarette  smoker  is  a  person  who  has  smoked  at  least  100  cigarettes  and 
currently  smokes  cigarettes. 


Reduce  dietary  fat  intake  to  an  average  of  30  percent  of  calories  or  less  and  average 
saturated  fat  intake  to  less  than  10  percent  of  calories  among  people  age  2  and  older. 
(Baseline:  36  percent  of  calories  from  total  fat  and  13  percent  from  saturated  fat  for 
people  age  20  through  74  in  1976  to  1980;  36  percent  and  13  percent  for  women 
age  19  through  50  in  1985) 

Note:  The  inclusion  of  a  saturated  fat  target  in  this  objective  should  not  be 
interpreted  as  evidence  that  reducing  only  saturated  fat  will  reduce  cancer  risk. 
Epidemiologic  and  experimental  animal  studies  suggest  that  the  amount  of  fat 
consumed  rather  than  thespecific  type  of  fat  can  influence  the  risk  of  some  cancers. 

Increase  complex  carbohydrate  and  fiber-containing  foods  in  the  diets  of  adults  to  five 
or  more  daily  servings  for  vegetables  (including  legumes)  and  fruits,  and  to  six  or  more 
daily  servings  for  grain  products.  (Baseline:  2-1/2  servings  of  fruits  and  vegetables  and 
three  servings  of  grain  products  for  women  age  19  through  50  in  1985) 

Increase  to  at  least  60  percent  the  proportion  of  people  of  all  ages  who  limit  sun 
exposure,  use  sunscreens  and  protective  clothing  when  exposed  to  sunlight,  and  avoid 
artificial  sources  of  ultraviolet  light  (e.g.,  sun  lamps,  tanning  booths),  (no  baseline  data 
available  at  time  of  publication) 


continued 


110      riic  Appnhui]ia  I  cadcrsliip  Inituitivc  on  ('mucr 


TABLE  2  (cimtiniieii) 


Healthy  People  2000  cunccr  objectives 


16.12a 
16.12b 
16.12c 

16.1 2d 


16.12a 
16.12b 
16.12c 

16.1 2d 


Special  Population  Targets 


Pap  Test 


Ever  Received 

Hispanic  women  age  18  and  older 
Women  age  70  and  older 
Women  age  18  and  older  with  less 
than  high  school  education 
l.ow-income  women  age  18  and  older 
(aniuicil  taiiilK  income<$  10,000) 

Received  Within  Preceding  3  Years 

Hispanic  wonicii  age  18  and  older 

Women  age  70  and  older 

Women  age  18  and  older  with  less  than 

high  school  education 

Low-income  women  age  18  and  older 

(annual  family  income<$  10,000) 


1987  Base 

ine 

2000  Target 

'M. 

% 

75 

95 

76 

95 

79 

95 

80 

95 

66 
44 

58 

64 


80 
70 

75 

80 


16.13 


16.14 


16.15 


16.16 


Increase  to  at  least  50  percent  the  proportion  of  people  age  50  and  older  who  have 
received  fecal  occult  blood  testing  within  the  preceding  1  to  2  years,  and  to  at  least  40 
percent  those  who  have  ever  received  proctosigmoidoscopy.  (Baseline:  27  percent 
received  fecal  occult  blood  testing  during  the  preceding  2  years  in  1987;  25  percent  had 
ever  received  proctosigmoidoscop\'  in  1987.) 

Increase  to  at  least  40  percent  the  proportion  of  people  age  50  and  older  visiting  a 
primary  care  provider  in  the  preceding  year  who  have  received  oral,  skin,  and  digital 
rectal  examinations  during  one  such  visit.  (Baseline:  An  estimated  27  percent  received  a 
digital  rectal  examination  during  a  physician  \isit  within  the  preceding  year  in  1987.) 

Ensure  that  Pap  tests  meet  equality  standards  by  mc:)nitoring  and  certifying  all  cytology 
laboratories,  (no  baseline  data  axailable  at  time  of  publication) 

Ensure  that  mammograms  meet  quality  standards  by  monitoring  and  certifying  at  least 
80  percent  of  mammography  facilities.  (Baseline:  An  estimated  18  to  21  percent  certi- 
fied by  the  American  College  of  Radiolog\'  as  of  June  1990) 

*Reverse  the  increase  in  cancer  deaths  to  achie\e  a  rate  of  no  more  than  \M)  per  100, 000 
people  (Age-adjusted  baseline:  133  per  100,000  in  1987) 


Source:  Adapted  from  Healthy  People  2000,  U.S.  Department  of  Health  and  Human  Services  1991, 
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TABLE  3 


Selected  Healthy  People  2000  objectives 

2.5 
2.6 

Nutrition 

Reduce  fat  intake  to  an  average  of  30  percent  of  calories  or  less  and  average  saturated  fat 
intake  to  less  than  10  percent  of  calories  among  people  age  2  and  older. 

Increase  complex  carbohydrate  and  fiber-containing  foods  in  the  diets  of  adults  to  five  or 
more  daily  servings  for  vegetables  (including  legumes)  and  fruits  and  six  or  more  daily 
servings  of  grain  products. 

3.9 

Tobacco 

Reduce  smokeless  tobacco  use  by  males  age  12  through  24  to  a  prevalence  of  no  more 
than  4  percent. 

4.8 

Alcohol  and  Other  Drugs 

Reduce  alcohol  consumption  by  people  age  14  and  older  to  an  annual  average  of  no 
more  than  2  gallons  of  ethanol  per  person. 

8.1 

Educational  and  Community-Based  Programs 

Increase  years  of  healthy  life  to  at  least  65  years. 

10.11 

Occupational  Safety  and  Health 

Establish  in  50  states  exposure  standards  adequate  to  prevent  the  major  occupational 
lung  diseases  to  which  their  worker  populations  are  exposed  (byssinosis,  asbestosis, 
coal  worker's  pneumoconiosis,  and  silicosis). 

11.6 

Environmental  Health 

Increase  to  at  least  40  percent  the  proportion  of  homes  in  which  homeowners/  occupants 
have  tested  for  radon  concentrations  and  that  have  been  found  either  to  pose  minimal 
risk  or  to  reduce  risk  to  health. 

13.7 

Oral  Health 

Reduce  deaths  due  to  cancer  of  the  oral  cavity  and  pharynx  to  no  more  than  10.5  per 
100,000  men  age  45  through  74  and  4.1  per  100,000  women  age  45  through  74. 

21.6 

Clinical  Preventive  Services 

Increase  to  at  least  50  percent  the  proportion  of  primary  care  providers  who  provide  their 
patients  with  the  screening,  counseling,  and  immunization  services  recommended  by  the 
U.S.  Preventive  Services  Task  Force. 

Source:  Adapted  from  Healthy  People  2000,  U.S.  Department  of  Health  and  Human  Services  1991. 
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through  the  measurement  of  cancer  inci- 
dence, mortality,  and  survival  and  the  assess- 
ment of  individual  and  societal  factors  that 
mediate  these  measures.  Ultimately,  cancer 
surveillance  guides  future  programmatic  deci- 
sions of  NCI  and  reflects  any  shifts  in  cancer 
incidence  and  mortality  brought  about 
through  improvements  in  early  detection,  pre- 
vention, and  treatment.  Surveillance  figures 
can  reveal  progress  or  continuing  challenge 
and  the  need  for  focused  attention  among  the 
vast  diversity  of  cancers.  To  this  end,  the  sur- 
veillance effort  includes  (he  development  of 
information  and  statistical  diialysis  systems, 
such  as  population-based  registries  and 
national  probability  surveys,  as  well  as  a  broad 
series  of  studies  using  specific  cancer  control 
indicators.  Programmatically  and  operational- 
ly, cancer  surveillance  requires  a  strong  inter- 
face between  methodologic  techniques  and 
cancer  control  initiatives  in  prevention,  early 
detection,  and  treatment.  Unfortunateh',  most 
available  data  systems  lack  sufficient  sample 
size  to  represent  the  Appalachian  region  accu- 
rately. However,  these  data  systems  do  provide 
fairly  accurate  indicators  and  can  be  used  in 
state  and  community  planning  efforts. 

NCI's  SEER  consists  of  10  population-based 
cancer  registries  covering  10  percent  of  the 
nation's  population.  It  is  the  major  system  for 
tracking  cancer  incidence,  patient  sur\  i\  al, 
and  mortality  in  the  United  States.  The  data 
are  coupled  with  information  on  cancer  risk 
factors,  prevention  practices,  and  patterns  of 
cancer  care.  Linkage  of  SEER's  tumor  registry 
data  with  medicare  files  has  produced  several 
reports  on  costs  by  cancer  site  and  stage  as 
well  as  by  treatment  phase.  Geographic  and 
demographic  differences  in  incidence,  sur- 
vival, and  mortality  are  being  studied  to  reveal 
factors  associated  with  improvements  in  can- 
cer risk,  including  the  availability  of  cancer 
prevention  and  control  programs.  The  results 
of  SEER  research  are  available  to  the  entire 
cancer  research  community  and  are  published 
on  a  periodic  basis. 


Another  useful  tracking  system  is  NCI's 
participation  in  the  National  Health  Interview 
Survey  (NHIS).  This  survey,  conducted  annual- 
ly by  the  National  Center  for  Health  Statistics 
(NCHS),  is  a  national  probability  sample 
derived  from  personal  interviews  with  adults 
in  .ipproxiniateK'  44,000  L'.S.  households. 
NHIS  has  long  been  known  to  lia\e  one  of  the 
highest  response  rates  of  any  national  survey. 
In  1991,  NCT  contracted  with  NCTIS  to  add  a 
Cancer  Control  Supplement  to  its  1992  NHIS 
with  special  emphasis  on  the  Hispanic  popula- 
tion. I  his  supplement  pro\  ided  tor  the  collec- 
tion ot  knowledge,  attitudes,  iind  behavior 
data  on  smoking  and  tobacco  use,  cancer 
screening  practices,  and  dietary  practices;  it 
was  comparable  to  the  1987  benchmark  NHIS. 
I  he  1992  NHIS  supplement  expanded  content 
areas  on  medical  care,  physician  practice,  can- 
cer survivorship,  and  frequency  of  intake  of 
specific  foods.  .AnaKsis  and  [Hiblication  of 
fintlings  from  the  1^>92  NHIS  will  pro\ide  data 
e)n  \arlous  cancer  control  issues  and  will  be 
used  for  planning  and  directing  future  cancer 
control  activities.  NHIS  cuid  SEER  data  are 
available  through  state  health  departments  or 
can  be  obtained  by  contacting  NCI  directly. 

Recent  cancer  trends  are  attributable  in  part 
to  the  National  Cancer  Program  that  was 
established  by  the  National  Cancer  Act  in 
1971.  The  act  was  based  on  the  report  of  a 
national  panel  of  consultants  titled  "A 
National  Program  for  the  Conquest  of 
Cancer."  The  act  provided  special  authorities 
including  the  Bypass  Budget,  presidential 
appointment  of  the  NCI  Director,  and  estab- 
lishment of  the  National  Cancer  Advisory 
Board,  also  appointed  by  the  President.  The 
intent  of  the  act  was  to  provide  more 
resources  for  cancer  research  and  to  remove 
some  bureaucratic  obstacles.  With  each  reau- 
thorization, directives  have  been  added. 

In  addition,  the  Centers  for  Disease  Control 
and  Prevention  provides  funds  to  states  for 
the  Behavioral  Risk  Factor  Surveillance  Survey. 
Conducted  by  individual  states,  this  telephone 
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survey  tracks  a  number  of  behavioral  risk  fac- 
tors and  is  especially  useful  because  it  provides 
state-level  data  rather  than  national  data  and 
thus  is  more  representative  of  the  population 
being  surveyed. 

Cancer  Risk  Factors 

NCI-supported  research  estimates  that 
roughly  80  percent  of  cancers  are  related  to 
lifestyle  and  environmental  factors,  making 
most  cancers  preventable  in  principle. 
Tobacco  use,  for  example,  accounts  for  an  esti- 
mated 30  percent  of  all  cancer  deaths;  dietary 
factors,  meanwhile,  are  implicated  in  about 
35  percent  of  all  cancer  cases.  NCI  has 
responded  to  the  need  for  expanded  research 
in  these  areas  by  developing  a  diverse  array  of 
programs.  In  the  sections  that  follow,  risk  fac- 
tors for  cancer  are  identified.  These  risk  factors 
are  highlighted  in  Healthy  People  2000  under 
the  general  category  of  risk  reduction  objec- 
tives, which  are  of  primary  importance  to 
community  programs  because  they  provide  a 
basis  for  action  and  indicate  national  baselines 
for  comparison  and  measurement  of  progress. 

Tobacco  Use 

Cigarette  smoking  is  the  major  cause  of  lung 
cancer  and  an  important  risk  factor  for  cancers 
of  the  oral  cavity,  pharynx,  larynx,  esophagus, 
bladder,  kidney,  and  pancreas.  Recent  studies 
also  have  suggested  a  relationship  of  smoking 
to  other  cancers,  including  those  of  the  nasal 
passages,  stomach,  liver,  and  prostate  as  well 
as  leukemia.  Research  is  under  way  to  clarify 
the  possible  relationship  of  alcohol  intake  and 
tobacco  use  to  breast  and  colorectal  cancers. 
In  some  parts  of  the  nation,  particularly  in 
rural  areas,  the  use  of  smokeless  tobacco 
(snuff)  accounts  for  a  substantial  portion  of 
oral  cancer.  As  tobacco  products  are  responsi- 
ble for  one-third  or  more  of  all  cancers  in  the 
United  States,  studies  will  continue  to  define 
tobacco-related  cancers,  interactions  of  smok- 
ing and  other  possible  cancer  risk  factors,  and 
the  extent  of  risk  associated  with  various 


forms  of  tobacco  exposure,  including  involun- 
tary smoke  inhalation  (passive  smoking). 

The  National  Cancer  Institute's  most  recent 
response  to  this  overwhelming  public  health 
problem  was  to  initiate  the  American  Stop 
Smoking  Intervention  Study  for  Cancer 
Prevention  (ASSIST).  ASSIST  represents  a  col- 
laborative effort  between  NCI  and  ACS  along 
with  state  and  local  health  departments  and 
other  voluntary  organizations  to  develop 
comprehensive  tobacco  control  programs  in 
17  states.  Its  purpose  is  to  demonstrate  that 
the  widespread,  coordinated  application  of 
the  best  available  strategies  to  prevent  and 
control  tobacco  use  will  accelerate  the  current 
downward  trend  in  smoking  and  tobacco  use 
significantly.  The  result  is  expected  to  be  sub- 
stantial reduction  in  the  number  and  rate  of 
tobacco-related  cancers  in  the  United  States. 
The  ASSIST  intervention  model  is  based  on 
proven  smoking  prevention  and  control 
methods  developed  within  NCI's  interven- 
tion trials  and  other  smoking  and  behavioral 
research.  Swan  and  Goss  (this  volume) 
discuss  the  ASSIST  intervention  and  other 
NCI  coalition  programs. 

Diet  and  Nutrition 

Diet  and  nutrition  are  increasingly  recog- 
nized as  likely  to  be  major  determinants  in 
the  etiology  of  cancers,  notably  those  of  the 
gastrointestinal  tract,  breast,  endometrium, 
ovary,  and  prostate.  Indeed,  dietary  factors 
collectively  may  account  for  a  greater  portion 
of  all  cancers  occurring  in  contemporary 
Western  society  than  does  any  other  category 
of  environmental  exposure.  Recent  studies 
estimate  that  35  percent  of  certain  types  of 
cancers  are  related  to  diet.  This  research  is 
examining  international  variations  of  cancer 
incidence  in  which  the  cancer  incidence  rates 
of  immigrants  approach  those  of  the  resident 
population  of  the  host  country  during  the 
process  of  acculturation.  In  addition,  several 
epidemiological  projects  are  under  way  to 
evaluate  the  role  of  diet  and  nutrition  in  can- 
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cers  of  the  lung,  esophagus,  stomach,  large 
bowel,  breast,  endometrium,  ovary,  cervix, 
and  other  sites.  The  thrust  is  to  identify  and 
clarify  specific  dietary  constituents  and  nutri- 
tional mechanisms  that  may  be  involved  in 
cancer  etiology.  Interactions  among  diet,  obe- 
sity, and  caloric  expenditure  also  are  being 
evaluated.  Thus  far,  much  of  this  research 
suggests  an  inverse  relationship  between  phys- 
ical activity  and  risk  of  colorectal  cancer.  The 
mechanisms  underlying  this  association  are 
now  under  investigation. 

Several  trials  are  examining  the  role  of  diet 
and  cancer  prevention.  NCI  is  conducting  the 
Women's  Health  Trial  as  a  3-year  pilot  stud\' 
to  test  methods  to  enable  African-American, 
Hispanic,  and  low-income  populations  to 
change  their  current  eating  hdbits  lahoul  .-57 
percent  ot  calories  from  fat)  to  a  low-fat  eating 
pattern  (20  percent  of  calories  from  fat).  This 
study  also  will  evaluate  the  effect  of  social  cus- 
toms, culture,  and  economic  status  on  achiev- 
ing and  maintaining  this  dietary  pattern  and 
increasing  the  consumption  ot  dietdiA  liber, 
fruits,  vegetables,  and  grain  protliicts.  I  he  tridl 
results  will  be  used  in  the  design  of  interven- 
tions for  the  National  Institutes  of  Health 
(NIH)  Women's  Health  Initiative,  a  national 
study  of  diet,  supplements,  and  hormone 
replacement  therapy.  The  overall  goal  ot  this 
research  is  to  provide  more  definitive  data  for 
developing  quantitative  dietary  guidance  for 
desirable  eating  patterns  and  food  choices  that 
have  the  potential  for  a  substantial  reduction 
in  cancer  risk  in  the  general  population. 

Alcohol 

Alcohol  is  a  risk  factor  for  primary  liver  can- 
cer as  well  as  for  certain  head  and  neck  can- 
cers (National  Research  Council  1982).  In 
addition,  it  combines  with  tobacco  smoking 
to  increase  risk  for  most  cancers  of  the  oral 
cavity,  pharynx,  esophagus,  and  larynx  among 
Americans.  In  a  nationwide  study,  high  use  of 
cigarettes  and  alcohol  resulted  in  a  35-fold 
greater  risk  of  oral  and  pharyngeal  cancers. 


1  his  stuck  also  ton  ml  tliat,  e\  cmi  among  non- 
smokers,  the  risk  ot  these  eancers  rose  with 
increasing  akohol  consuinption,  suggesting 
that  alcohol  ilseit  is  careinogenic  in  humans. 
A  study  of  coastal  South  C^arolina  residents 
implicated  excessive  consumption  of  illegalK- 
produced  \vhiske\  r'liioonslnne")  in  the  long- 
standing elevation  of  esophageal  cancer  rates 
among  African-American  males  living  in  the 
area.  Studies  will  continue  to  evaluate  the 
independent  cancer  risks  associated  with  alco- 
hol consum[)tion  and  its  effects  in  combina- 
tion with  other  factors  such  as  nutritional 
deficiencies.  Recent  NCI  epidemiologic 
research  also  reports  significant  increases  in 
the  rate  of  alcohol-related  esophageal  cancer 
among  inner-city  African  .Americans. 

Sexual  Practices  and  Prexnancy 

A  number  of  cancers  ha\  e  been  linked  to 
sexual  practices  and  certain  lifetime  patterns 
of  pregnancy.  Multiple  sexual  partners,  early 
sexual  activity,  prior  genital  infections,  and 
extended  use  of  oral  contraceptives  are  among 
the  risk  factors  for  cervical  cancer.  In  high-risk 
areas  of  Latin  America,  the  sexual  habits  of 
husbands  were  linked  to  cancer  risk.  The  rela- 
tionship of  sexual  activity  to  cervical  cancer 
and  to  other  cancers  of  the  anogenital  region 
appears  related  to  the  presence  of  human 
papillomavirus  (HPVO,  especially  the  sexually 
transmitted  types  16  and  18.  In  a  recent  study 
of  penile  cancer  in  a  high-prevalence  area  of 
China,  risk  factors  included  poor  personal 
hygiene,  premarital  or  extramarital  sexual 
relations,  warts,  and  other  genital  diseases. 
In  addition,  high  parity  has  been  associated 
with  an  excess  risk  of  cervical  cancer.  Women 
having  10  or  more  births  appear  to  be  at  a 
higher  risk  than  those  having  fewer  births. 
On  the  other  hand,  increased  risks  for  cancer 
of  the  breast,  ovary,  endometrium,  and  colon 
among  women  have  been  associated  with  low 
parity.  The  role  of  pregnancy  as  well  as  sexual 
practices  will  continue  to  be  investigated  in 
epidemiologic  studies. 
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Sexual  transmission  of  certain  viruses  has 
been  implicated  in  the  risk  for  various  other 
cancers.  For  example,  adult  T-cell  leukemia 
has  been  linked  to  the  human  T-cell  lym- 
photropic  virus  type  1  (HTLV-1),  which  can 
be  transmitted  sexually.  Sexual  practices  also 
may  affect  transmission  of  hepatitis  B  virus 
and  increase  the  subsequent  risk  of  primary 
liver  cancer.  Sexual  practices  among  homosex- 
ual men  may  involve  the  transmission  of 
viruses  that  have  been  linked  to  increased 
risks  of  AIDS-related  cancers,  notably  Kaposi's 
sarcoma  and  non-Hodgkin's  lymphoma. 

Sunlight 

Exposure  to  ultraviolet  radiation  from  sun- 
light is  thought  to  be  the  major  environmen- 
tal cause  of  various  skin  cancers,  including  the 
more  common  melanoma  and  nonmelanoma 
types.  The  upward  trend  in  melanoma  inci- 
dence appears  to  be  linked  mainly  to  sunlight 
exposure  from  lifestyle  patterns,  such  as  recre- 
ational exposures  and  changes  in  clothing 
habits.  Skin  cancer  is  the  most  common  form 
of  cancer  in  the  United  States;  600,000  new 
cases  are  reported  every  year.  An  estimated 
9,100  deaths  this  year  will  be  attributed  to 
skin  cancer — 6,800  from  malignant  melanoma 
and  2,300  from  other  skin  cancers.  Between 
1973  and  1989,  the  incidence  rate  for 
melanoma  increased  by  almost  81  percent, 
more  than  for  any  other  cancer  site  and  far 
more  than  the  16-percent  increase  for  all  sites 
combined.  The  mortality  rate  for  melanoma 
during  this  same  period  was  32  percent. 
However,  most  skin  cancer  morbidity  and 
almost  all  skin  cancer  mortality  should  be 
preventable.  Solar  radiation  appears  to  be  the 
primary  risk  factor  for  more  than  90  percent 
of  nonmelanoma  skin  cancer  cases,  and  it 
has  been  linked  to  melanoma.  Overall,  data 
appear  to  indicate  that  nonmelanoma  skin 
cancer  is  related  to  cumulative  exposure  and 
that  melanoma  may  be  related  to  high-inten- 
sity, intermittent  ultraviolet  radiation,  particu- 
larly among  children.  An  NCI  collaborative 


case-control  study  in  Denmark  indicated  the 
importance  of  sunlight  exposure  in  child- 
hood as  well  as  sun  sensitivity  and  sunburning 
associated  with  fair  skin  color  and  complexion 
as  important  factors  in  the  risk  of  melanoma. 
NCI  and  ACS  continue  in  their  efforts  to  edu- 
cate the  American  public  and  health  care 
providers  about  the  danger  of  ultraviolet 
radiation. 

Occupation  and  Environment 

As  Doll  and  Peto  (1981)  point  out,  it  is 
difficult  to  determine  the  proportion  of  can- 
cers today  that  are  attributable  to  occupation- 
al hazards.  Perera  and  colleagues  caution  that 
the  risk  of  cancer  is  determined  by  complex 
interactions  among  "environmental  expo- 
sures, genetic,  and  nutritional  factors  that 
modulate  an  individual's  response  to  carcino- 
gens" (Perera  et  al.  1990,  p.  639).  They  define 
"environment"  broadly  to  include  lifestyle, 
occupation,  and  the  ambient  environment. 
We  are  just  beginning  to  understand  the  full 
range  of  health  effects  resulting  from  exposure 
to  occupational  and  environmental  factors. 
The  most  convincing  and  consistent  evidence 
relates  to  the  risk  of  developing  lung  cancer 
where  as  much  as  15  percent  of  lung  cancer  in 
men  and  5  percent  in  women  can  be  attrib- 
uted to  occupational  exposures  (Doll  and  Peto 
1981).  The  best  estimate  to  date  is  that  4  per- 
cent of  all  U.S.  cancer  deaths  are  attributed  to 
occupation.  However,  individuals  who  are 
employed  in  occupations  that  involve  the  use 
of  carcinogenic  agents  have  an  increased  risk 
for  certain  types  of  cancer.  For  example,  stud- 
ies in  the  United  States  and  other  countries 
have  shown  that  farmers  have  a  higher  risk  of 
cancers  of  the  blood  and  the  immune  system 
(leukemia,  non-Hodgkin's  lymphoma,  and 
multiple  myeloma).  The  reasons  for  the 
increased  risks  are  not  clear,  and  scientists  are 
looking  at  chemical  (e.g.,  pesticides,  herbi- 
cides) and  other  occupational  exposures  com- 
mon to  farming  to  identify  the  possible  causes 
of  cancer. 
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Several  notable  accomplishments  over  the 
past  decade  should  provide  the  groundwork 
for  environmental  and  occupational  public 
health  action  in  the  future:  identihcation  of 
probable  environmental  risks,  development 
of  methods  for  monitoring  exposure  and 
effects,  and  educating  tlie  public  about 
effective  prevention  measures. 

Screening  and  Detection 

Early  detection  has  particular  relevance 
in  terms  of  improved  treatment  and  survi\al 
for  cancers  of  the  breast,  skin,  uterus/cervix, 
colon/rectum,  testis,  prostate,  and  oral  cavity. 
The  effectiveness  of  screening  for  breast  and 
cervical  cancers  in  reducing  morbidity  has 
been  scientifically  established.  Screening  for 
breast  cancer  can  reduce  breast  cancer  mortali- 
ty among  women  age  50  and  older,  yet  only 
47  percent  of  women  in  this  age  group  have 
received  a  clinical  breast  exam  and  mammog- 
raphy within  the  past  2  years.  Similarly,  use  of 
the  Pap  test  to  screen  for  cervical  cancer  great- 
ly reduces  the  risk  of  death.  However,  results 
from  the  most  recent  NHIS  suggest  that  a  sig- 
nificant portion  of  women  are  not  receiving 
Pap  tests  regularly,  particularly  older  women 
still  at  risk. 

Colorectal  cancer  is  expected  to  account  for 
152,000  new  cases  and  57,000  deaths  in  1993. 
Screening  tests  such  as  rectal  examination, 
proctoscopy,  and  colonoscopy  should  be  per- 
formed for  patients  who  are  at  higher  risk  of 
cancer,  for  example,  people  older  than  40; 
those  who  have  a  family  history  of  cancer  of 
the  colon,  rectum,  or  female  organs;  and  those 
who  have  a  history  of  ulcerative  colitis  (ulcers 
in  the  lining  of  the  large  intestines). 

Cancer  Prevention  and 
Control  Interventions 

The  Healthy  People  2000  objectives  can  be 
attained  only  through  a  strong,  effective  part- 
nership among  government  at  all  levels,  pro- 
fessional groups,  voluntary  organizations, 
health  researchers,  private  industry,  and  the 


media — in  short,  all  sectors  of  society. 
Achieving  the  lifestyle  changes  called  for  by 
the  objectives  will  be  a  challenge;  it  has  taken 
35  years  since  the  first  report  of  the  surgeon 
general  to  reduce  smoking  prevalence  by  32 
percent.  To  achieve  change,  no  single 
approach  or  coiiiinuiiKiitions  cliannel  may 
\)v  suhicii^'nl,  Xhiltiple  messages  and  interven- 
tions that  are  well  coordinated  and  reinforced 
are  essential.  Chapter  S  of  the  full  report  of 
Henlthv  People  2(HH)  notes  the  following: 

rtie  most  effective  comuuinily-haseil  health 
pwuiotion  programs  recognize  the  interrelation- 
ships hetiveeii  helnixior  anJ  the  enxironnieiit 
iiUil  iiiiliiilc  multiple  interwntions  directed 
III  multiple  levels  (e.g.,  individuals,  small 
;^roups/lamiHes,  organi/iitions.  conujuinit}) 
(U.S.  Department  of  ticiilth  and  Ihuuan 
Sen'ices  1991). 

NCI's  program  of  research  and  application 
has  been  based  on  these  principles.  The  struc- 
ture of  the  National  Cancer  Program  was 
designed  to  achieve  the  same  goals  that  the 
Ihaliln  People  2000  objectives  now  express.  A 
system  of  basic  research,  clinical  trials,  and 
applications  research,  with  the  collaboration 
and  cooperation  of  governmental  and  non- 
goxernmental  agencies  and  organizations,  is 
workini;  to  promote  cancer  prevention  and 
control  acti\ities  across  the  country.  In  light 
of  this  experience,  NCI  has  incorporated  a 
variety  of  different  intervention  strategies 
and  intervention  channels  in  its  research. 

Cancer  Information  Disseniination 

The  intensified,  expanded  program  of  can- 
cer research  over  the  past  20  years  created  a 
knowledge  base  for  application  to  the  cancer 
problem.  NCI  has  become  more  aggressive  in 
reaching  out  to  health  professionals,  cancer 
patients,  and  the  general  public  to  make  sure 
that  they  are  aware  of  and  can  beneht  from 
important  research  findings.  Outreach  to 
underserved  populations — the  old,  the  poor, 
people  of  low^  literacy,  and  minorities — has 
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become  increasingly  important  because  they 
have  not  benefited  as  much  as  others  from  the 
newly  generated  knowledge.  In  addition,  com- 
munity service  and  outreach  are  a  crucial  ele- 
ment in  the  NCI  Cancer  Centers  Program.  All 
NCI's  information  dissemination  activities  are 
research-based  to  evaluate  critically  the  effi- 
cacy of  the  methods  used  and,  in  turn,  to 
enhance  the  dissemination  of  knowledge  to 
the  diverse  audiences  who  can  benefit. 

In  1993,  NCI  substantially  restructured 
and  revitalized  the  Cancer  Information  Service 
(CIS)  program  through  a  new  program  struc- 
ture that  divides  the  country  into  19  geo- 
graphical regions.  The  new  structure 
maintains  the  three  primary  program  compo- 
nents: operation  of  a  toll-free  telephone  ser- 
vice, development  of  local  resource  directories 
of  cancer-related  services  and  programs  for 
each  region,  and  development  and  implemen- 
tation of  cancer  information  and  education 
programs  for  each  region.  The  toll-free  tele- 
phone service  is  the  largest  component  of  the 
CIS  program;  it  provides  accurate,  up-to-date 
cancer  information  to  patients  and  their  fami- 
lies, health  professionals,  and  the  general 
public.  Since  its  inception  in  1976,  CIS  has 
handled  more  than  4  million  inquiries  and 
currently  receives  more  than  600,000  calls 
per  year.  Swan  and  Goss  (this  volume)  further 
discuss  CIS. 

The  Patient  Education  Program  is  responsi- 
ble for  developing,  promoting,  and  evaluating 
state-of-the-art  education  and  information 
programs  enabling  cancer  patients  and  their 
families  to  receive  state-of-the-art  care,  partici- 
pate fully  in  treatment  and  care  decisions,  and 
achieve  the  best  possible  quality  of  life.  The 
program  targets  cancer  patients  and  their  fam- 
ilies, and  these  groups  are  delineated  further 
based  on  specific  program  initiatives. 
Consideration  is  given  to  elderly  persons, 
minority  audiences,  low-literacy  groups,  and 
special  age  groups  such  as  pediatric,  adoles- 
cent, and  adult  patients.  Health  care  profes- 
sionals who  work  with  cancer  patients  and 


their  families  in  medical  settings  are  also 
target  groups. 

Several  NCI  intervention  research  efforts 
have  the  potential  to  affect  the  Appalachian 
population. 

Regional  Breast  Cancer  Summits 

In  conjunction  with  the  Susan  G.  Komen 
Breast  Cancer  Foundation,  NCI  is  cosponsor- 
ing  eight  regional  Breast  Cancer  Summits  at 
NCI-designated  comprehensive  cancer  centers. 
The  summits  are  designed  to  bring  together 
and  encourage  community  organizations 
and  local  businesses  to  provide  education 
and  screening  programs  for  their  members 
and  employees. 

Once-A-Year  Mammography 
Education  Program 

NCI  has  developed  a  broad-based  mammo- 
graphy education  program  titled  "Once  A 
Year... For  A  Lifetime."  The  program  has  been 
the  basis  of  numerous  education  activities 
implemented  by  other  federal,  state,  and  local 
government  agencies;  local  community 
groups;  service  organizations;  churches;  local 
health  facilities;  and  others.  Program  materials 
are  available  for  distribution  and  use  with 
women  age  40  and  older,  the  media,  and 
community  groups. 

Low-Literacy  Education  Programs 

One  of  the  newest  NCI  special  population 
efforts  is  the  Low-Literacy  Program,  which  is 
communicating  cancer  prevention,  early 
detection,  and  treatment  information  to  indi- 
viduals with  limited  education.  Researchers 
have  hypothesized  that  people  with  limited 
literacy  may  lack  essential  information  regard- 
ing their  health  and  may  not  be  able  to  follow 
a  physician's  instructions  adequately.  In  addi- 
tion, most  available  cancer  education  materi- 
als are  written  for  the  lOth-grade  reading  level 
or  above  and  are  not  appropriate  for  these 
individuals.  It  is  also  well  documented  that 
people  of  low  socioeconomic  status  suffer  dis- 
proportionately high  levels  of  cancer  inci- 


118     The  Apihilachia  Leadership  hiit'uitivc  on  i.auccr 


dence  and  mortality;  in  turn,  these  individuals 
are  more  likely  to  smoke  and  less  likely  to  be 
screened  for  breast  and  cervical  cancers. 

Physician  Data  Query  and  CANCERLIT 

Physician  Data  Query  (PDQ)  is  a  computer 
database  of  cancer  treatment  information  and 
early  detection  guidelines.  It  contains  up-to- 
date  information  about  treatment;  clinical  tri- 
als in  progress;  physicians  who  treat  cancer,  by 
geographic  area  and  specialty;  and  hospitals 
that  have  cancer  programs.  In  1993,  CIS  will 
initiate  service  on  a  new  toll-free  telephone 
number  to  expand  physician  access  to  PDQ. 
The  toll-free  number  will  allow  physicians  to 
request  information  from  the  database  cus- 
tomized to  their  individual  needs.  IMn  sicians 
serving  primarily  disadvantaged  and  uiuler- 
served  populations  and  others  who  do  not 
have  access  to  personal  computers  will  be  able 
to  request  a  search  geared  to  individual 
patient  needs  or  to  find  out  what  clinical  trials 
are  being  done  in  an  area  of  research  interest. 

CANCERLIT  is  .\n  online  cancer  information 
database  accessed  through  the  National 
Library  of  Medicine. 

American  Stop  Stnokin}^  Intervention  Study 
for  Cancer  Prevention 

Initiated  in  1991,  ASSIST  is  conducted  in 
association  with  the  American  Cancer  Society 
through  contracts  with  state  public  health 
agencies.  The  study  incorporates  research  find- 
ings of  previous  NCI  tobacco  control  trials  and 
demonstrates  the  application  of  effective 
interventions  on  large-scale  populations  over 
a  7-year  period  (1991  to  1998).  ASSIST  is  cur- 
rently being  implemented  in  17  states  involv- 
ing more  than  91  million  Americans  (20 
million  smokers).  These  states  are  Colorado, 
Indiana,  Maine,  Massachusetts,  Michigan, 
Minnesota,  Missouri,  New  Jersey,  New  Mexico, 
New  York,  North  Carolina,  Rhode  Island, 
South  Carolina,  Virginia,  Washington,  West 
Virginia,  and  Wisconsin.  Together,  these  states 
include  10.3  million  African  Americans,  4.3 
million  Hispanics,  2  million  Asians  and  Pacific 


Islanders,  and  600,000  Native  Americans. 
It  is  estimated  that  ASSIST  will  result  in  the 
prevention  of  more  than  1.2  million  prema- 
ture deaths  caused  by  tobacco  use,  including 
nearly  500,000  lung  cancer  deaths. 

Healtd  Dcpurtincnt  Dutii-lUiscd  lnter\'ention 
Rescunh  Program 

Ihe  Health  nepartiiKiil  Data-Based 
Intervention  Research  Program  builds  the 
foundation  tor  ongoing  cancer  control  pro- 
grams within  state  health  departments.  These 
programs  ensure  the  translation  of  cancer  pre- 
vention and  treatment  science  into  practice 
across  the  United  States.  Since  the  program's 
initiation  in  1987,  30  programs  have  received 
tutuling  to  analyze  axailahir  data  to  develop 
state  cancer  control  programs  and  begin  the 
implementation  and  (.'valuation  of  high-priori- 
ty cancer  control  niterventions  that  meet  the 
unique  needs  of  each  state. 

National  S-A-Day  for  Better  Health  Prosirani 

Ihe  national  S-A-Day  for  Better  Health  pro- 
gram, designed  to  enc(Hirage  Americans  to  eat 
five  or  more  servings  ot  truits  and  vegetables 
every  day,  was  initiated  tkning  fiscal  vear 
1992.  It  is  a  joint  project  of  NCI  and  the 
Produce  for  Better  Health  Foundation  and 
is  the  largest  public/private  enterprise  ever 
undertaken  by  NCI. 

Over  the  next  5  years,  the  national  5-A-Day 
for  Better  Health  program  will  encourage  all 
Americans  to  eat  five  servings  or  more  of  fruits 
and  vegetables  a  day  as  part  of  a  low-fat,  high- 
fiber  diet;  award  4-year  research  grants  to  eval- 
uate the  effect  of  5-A-Day  activities  in  schools, 
workplaces,  and  other  coiiimunitv  settings; 
and  work  with  the  Produce  for  Better  Health 
Foundation,  which  represents  more  than  200 
food  retailer  organizations  and  more  than 
30,000  supermarkets,  to  promote  the  pro- 
gram's message  in  the  marketplace. 

Science  Enrichment  Program 

In  early  1989,  the  Science  Lnrichment 
Program  was  developed  as  a  2-year  pilot 
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program  to  address  the  critical  need  to  replen- 
ish the  supply  of  health  scientists  and  health 
professionals  that  will  be  required  for  the 
future.  The  long-range  goal  of  this  program 
is  to  encourage  underrepresented  minority 
and  underserved  youth — African  Americans, 
Hispanic  Americans,  and  Native  Americans 
(American  Indians,  Alaska  Natives,  and  Native 
Hawaiians) — as  well  as  individuals  from  low- 
income  backgrounds  to  pursue  professional 
careers  in  science  research  fields. 

Conclusion 

As  we  prepare  to  enter  the  21st  century,  the 
Healthy  People  2000  initiative  offers  a  vision  of 
dramatic  reductions  in  preventable  death  and 
disease,  improved  quality  of  life,  and  reduced 
disparities  of  health  status  among  our  popula- 
tion segments.  It  is  important  to  note  that  this 
initiative  is  national  in  scope  but  dependent 
on  local  action. 
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CHAPTER         6 

Action  Steps 


1.  Create  strong  and  effective  local  part- 
nerships among  all  levels  of  government, 
health  professionals,  lay  groups,  volun- 
tary organizations,  schools,  community 
institutions,  health  researchers,  health 
educators,  local  businesses,  citizen 
groups,  and  the  media. 

2.  Use  these  partnerships  and  coalitions 
to  reach  underserved  populations  and  to 
promote  initiatives  to  attain  the  health 
objectives  expressed  in  Healthy  People 
2000. 

3.  Listen  and  respond  to  the  cancer- 
related  needs,  concerns,  and  problems 
expressed  by  local  residents  of  both  the 
professional  and  lay  communities. 

4.  Identify  and  address  lifestyle  and 
environmental  factors  in  the  local  area 
that  contribute  to  an  increased  risk  of 
cancer,  such  as  tobacco  and  alcohol  use, 
diet,  sexual  practices,  sun  exposure,  and 
occupational  and  environmental  risks. 

5.  Launch  collaborative  efforts  to  devel- 
op comprehensive  tobacco  and  alcohol 
control  programs. 

6.  Evaluate  the  role  of  diet  in  cancer 
prevention,  and  develop  quantitative 
dietary  guidelines  applicable  to  the  local 
area  that  could  reduce  the  risk  of  cancer. 


7.  Increase  access  to  clinical  screenings 
and  cancer  detection  services.  In  particu- 
lar, increase  the  portion  of  high-risk  pop- 
ulations receiving  tests  that  screen  for 
cancer  of  the  breast,  uterus/cervix, 
colon/rectum,  testis,  prostate,  skin, 

and  oral  cavity. 

8.  Call  on  local  organizations,  coali- 
tions, and  citizen  groups  to  help  develop 
educational  materials  and  implement 
programs  that  increase  the  public's 
knowledge  about  cancer  prevention, 
detection,  and  treatment.  Educational 
materials  should  be  tailored  to  the  target 
population  and  the  education  level  of 
the  group. 

9.  Use  risk  reduction  objectives 
expressed  in  Healthy  People  2000  as  a  basis 
for  action  and  a  baseline  for  comparison 
and  measurement  of  local  efforts.  Use 
existing  networks  to  assess  current  inci- 
dences of  cancer  and  its  contributing 
causes.  Develop  a  method  for  data  collec- 
tion and  tracking  change. 

10.  Identify  local  probable  risk  factors, 
develop  methods  for  monitoring  expo- 
sure and  effects,  educate  the  public  about 
prevention  measures,  and  implement 
multiple  intervention  efforts  directed 
toward  various  audiences. 


CHAPTER    7 


Socioeconomic  Status 
and  Cancer 

Rklhinl  .1.  ( \)ul().  ('.hci\l  S.  Sclioll.  iiiiil  Will  Riilhiiil  lU)\il 


Introduction 

As  early  as  the  12th  century,  indixiduals  in 
low  social  and  economic  positions  or  ot  low 
socioeconomic  status  (SES)  were  reported  to 
have  higher  rates  of  illness  and  death  (Kaplan 
et  al.  1987).  Although  the  relationship  among 
income,  class,  race,  gender,  education,  and  the 
other  factors  that  make  up  SKS  and  health  is 
well  recognized,  the  mechanisms  of  that  rela- 
tionship are  seldom  explained.  Although  we 
know  that  SES  and  health  are  linked,  we  do 
not  know  how  the  links  arc  forged. 

This  chapter  discusses  the  association  of  SES 
and  health  as  well  as  the  association  of  SES 
and  cancer.  It  also  reports  on  efforts  to  identi- 
fy and  analyze  the  specific  components  of  SES 
that  are  linked  to  cancer  incidence,  mortality, 
and  survival.  The  Appalachia  Leadership 
Initiative  on  Cancer  (ALIC)  program  is  target- 
ing rural  communities  in  Appalachia,  commu- 
nities more  likely  to  have  lower  levels  of  SES 
within  a  region  whose  SES  level  is  lower  than 
the  national  average.  Consequently,  ALIC  pro- 
jects will  be  operating  in  the  uncertain  territo- 
ry where  SES  and  cancer  intersect. 

SES  and  Health 

The  connection  between  people's  social  and 
economic  position  in  society  and  their  health 
is  pervasive  and  profound  (Haan  et  al.  1989, 
p.  106).  Regardless  of  whether  a  disease  is 
acute  or  chronic  or  how  SES  is  measured,  we 
find  disparities  in  illness,  mortality,  and  sur- 


vi\al  rales  among  people  ot  different  SES  lev- 
els in  all  countries  (Kaplan  et  al.  1987).  The 
relationship  appears  at  the  national  level  as 
well,  lor  example,  Americans  spend  more 
money  on  health  care  during  periods  of  poor 
economic  growth  (Hurowit/  \99A,  p.  131). 
The  breadth  of  these  health  differences 
among  SES  groups  varies  from  nation  to 
nation.  I  ikewise.  the  differences  may  vary 
in  the  same  nation  ami  within  regions  of 
nations.  VVhate\er  the  variation,  however, 
health  differences  among  SES  groups  coincide 
with  the  distribution  of  income.  Where  the 
distribution  of  income  is  equal  or  nearly  so, 
health  differences  among  its  recipients  are 
narrow  (Hurowitz  199;-5,  p.  1.^2). 

The  effect  of  SES  on  health  is  profound. 
Disparities  in  health  among  different  SES 
groups  remain  over  time  despite  changes  in 
other  factors.  Advances  in  medical  care  and 
standards  of  living,  for  example,  may  increase 
the  overall  life  expectancy  of  a  nation's  citi- 
zens or  decrease  the  overall  incidence  of  a  dis- 
ease, but  disparities  among  SES  groups  remain. 
Even  access  to  medical  intervention  advances 
occurs  among  SES  groups  at  different  rates. 

There  is  a  health  gradient  among  SES  groups 
as  well.  Not  only  are  the  rich  healthier  than 
the  poor,  but  also  the  rich  are  healthier  than 
the  middle  class  and  members  of  the  middle 
class  are  healthier  than  the  poor  (Haan  et  al. 
1989,  pp.  82,  93-97).  The  findings  of  diverse 
studies  over  a  long  period  suggest  "a  pervasive 
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TABLE  1 


Death  rates  in  1986  among  persons  25  through  64  years  old 
in  selected  education  and  income  groups  according  to  race  and  sex* 

Education 

Deaths  per  1,000 

White 

Black 

Men 

Women 

Men 

Women 

(Years  completed) 

School          0-11 

7.6 

3.4 

3.4 

6.2 

12 

4.3 

2.5 

8.0 

3.9 

College           1-3 

4.3 

2.1 

5.0 

3.2 

>4 

2.8 

1.8 

h.{) 

2.2 

Income 

<$9,000 

16.0 

6.5 

19.5 

7.6 

$9,000-514,999 

10.2 

3.4 

10.8 

4.5 

$15,000-518,999 

5.7 

3.3 

9.8 

3.7 

$19,000-$24,999 

4.6 

3.0 

4.7 

2.8 

>$25,000 

2.4 

1.6 

3.6 

2.3 

*  Age-adjusted  death  rates  were  calcidated  from  age-speeifie  ileath  riitc\  with  the  entire  U.S.  popidation  in  ]'J4() 
used  as  the  standard.  Data  are  from  the  19Hh  National  \h)rtaht}-  lollowhiiik  Suney  and  the  /'AS'6  Witiontd  Health 
lnter\'iew  Surx'ey. 

and  consistent  relationship  between  SES  and 
health... that  is  found  throughout  tlie  life 
course  and  across  a  wide  variety  of  disease  and 
organ  systems"  (Haan  et  al.  1989,  p.  80). 

The  United  States  offers  ample  evidence 
of  the  relationship  between  SES  and  health 
and  of  the  health  disparities  among  SES 
groups.  In  fact,  the  U.S.  Department  of 
Health  and  Human  Services  in  Healthy  People 
2000  (the  report  discussed  in  Chapter  6) 
asserted  that  "perhaps  no  challenge  is  more 
compelling  than  that  of  equity"  for  the  com- 
ing decade  in  health  (U.S.  Department  of 
Health  and  Human  Services  1991,  p.  31). 
This  assertion  stemmed  from  the  following 
disparities  observed  among  Americans  (U.S. 


Department  ot  licallh  and  Human  Services 
1991,  pp.  29-31). 

►  People  with  income  below  the  poverty 
level  have  death  rates  thdt  arc  twice  the 
rates  for  people  with  incoinos  above  the 
povcrtN'  lc\cl. 

►  Low  income  is  associated  with  the  lead- 
ing chronic  disease  killers,  heart  disease  and 
cancer. 

►  Low  income  is  strongly  associated  with 
HIV  infection  and  tuberculosis. 

►  Low  income  is  strongly  associated  with 
death  and  injury  by  accidents  and  violence. 

►  Low  SES  is  strongly  associated  with  prob- 
lem pregnancy  outcomes  including  prematuri- 
ty, low  birth  weight,  birth  defects,  and  infant 
mortalitw 
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The  inverse  relationship  between  SES  level 
and  mortality  is  well  documented  (Pappas  et 
al.  1993).  It  holds  for  both  men  and  women 
and  for  whites  and  African  Americans.  For 
example,  as  shown  in  Table  1,  in  1986,  U.S. 
death  rates  fell  with  increasing  levels  of 
education  and  income  for  white  men  and 
black  men  as  well  as  for  white  women  and 
black  women. 

Although  death  rates  have  declined,  dispari- 
ties in  mortality  rates  for  various  SES  groups 
appear  to  be  increasing.  One  recent  study 
concluded: 

As  [U.S.]  death  rates  have  declined  [since 
1960],  poor  and  less  educated  people  have 
not  benefitted  equally  in  comparison  with 
those  who  are  wealthier  and  better  educated. 
These  differences  are  not  confuted  to  persons 
in  extreme  poverty  but  are  seen  across  the 
socioeconomic  spectrum  (Pappas  et  al.  1993, 
p.  108). 

To  explain  the  link  between  SES  and  health, 
researchers  generally  focus  on  particular  ele- 
ments of  SES  and  analyze  them  for  their  rela- 
tionship to  health.  Education  and  income,  for 
example,  are  often  used  to  differentiate  SES 
groups,  as  Table  1  reports.  Race  and  ethnicity 
are  sometimes  used  as  surrogate  measures  of 
SES  because  some  groups  are  disproportionate- 
ly represented  in  an  SES  group.  For  example, 
a  larger  portion  of  African  Americans  are  in 
the  lower  income  groups  than  in  the  general 
population  (Baquet  et  al.  1991).  In  addition 
to  income,  education,  and  race  and  ethnicity, 
other  measures  of  SES  commonly  used  to 
assess  its  link  to  health  and  illness  include 
place  of  residence,  population  density,  occu- 
pation, access  to  care,  form  of  health  care 
(e.g.,  public  or  private  hospitals),  medical 
insurance,  and  transportation. 

How^  SES  and  Illness  are  Related 

SES,  especially  income,  affects  different 
forms  of  health  and  illness  in  various  ways  at 
different  stages  of  a  person's  life.  For  example. 


SES  affects  health  in  infancy  and  childhood 
through  the  mother's  risk  of  problem  preg- 
nancies and  birth  outcomes,  which  are  higher 
among  those  with  low  income.  In  adolescence 
and  early  adulthood,  low  SES  increases  the  risk 
of  death  from  intentional  and  unintentional 
injuries.  Beginning  at  age  40,  chronic  illnesses 
begin  to  take  their  toll  on  the  health  and  lives 
of  Americans.  The  prevalence  of  arthritis, 
heart  disease,  ulcers,  diabetes,  high  blood 
pressure,  chronic  bronchitis,  emphysema, 
gallbladder  disease,  and  cancer  increases  as 
income  decreases.  Cancer  becomes  30  times 
more  common  in  women  and  100  times  more 
common  in  men  as  age  increases  from  25  to 
75  (Doll  1991,  p.  676).  Low  SES  increases  the 
risk  to  older  people  for  many  forms  of  cancer 
and  decreases  individuals'  chances  for  sur- 
vival. Disability  related  to  illness  is  also  higher 
among  older  people  with  low  SES  (Haan  et  al. 
1989,  pp.  77-80).  Thus,  SES,  especially  income, 
is  related  to  an  individual's  health  over  the 
course  of  a  lifetime. 

SES  and  illness  are  related  in  several  differ- 
ent ways  (Haan  et  al.  1989,  pp.  82-93).  First, 
poor  health  may  cause  low  SES.  For  example, 
mental  illness  can  lower  SES  through  its  effect 
on  employment  and  income.  Mental  illness 
has  contributed  to  America's  burgeoning 
homeless  population;  an  estimated  one-third 
of  America's  homeless  have  mental  illness 
(National  Institute  of  Mental  Health  1991). 
Poor  health  also  may  affect  SES  through  a 
"drift"  factor;  as  some  people  age  or  suffer 
from  debilitating  disease,  their  incomes 
decline  and  their  occupational  status 
changes  (Garber  1989). 

This  effect  of  health  on  SES  explains  a  small 
portion  of  the  interrelationship  (Pappas  et  al. 
1993,  p.  108).  However,  SES  more  often 
affects  health  than  vice  versa.  For  example, 
low  SES  groups  often  have  higher  levels  of 
unhealthful  behaviors,  such  as  smoking  and 
alcohol  consumption,  that  in  turn  are  linked 
to  poor  health  status.  Tobacco  use  especially 
is  linked  to  both  cancer  and  SES.  Although 
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tobacco  use  has  declined  in  gene  id  I,  it  has 
remained  unchanged  since  1966  among  those 
who  have  completed  12  years  or  fewer  of 
schooling.  In  addition,  blue-collar  workers 
report  rates  of  smoking  that  are  20  percent 
higher  than  among  other  workers  (U.S. 
Department  of  IkMltli  .iiul  I  luiiian  Services 
1991,  p.  31).  Low  income  is  associated  with 
higher-than-average  rates  of  obesity  and  high 
blood  pressure,  both  of  which  are  linked  to 
heart  disease  and  stroke. 

Some  explanations  attempt  to  link  Sl-.S  to 
health  throii.uh  a  c  iiituir  ol  poverty  ( I  laaii  ct 
al.  1989,  p.  92).  I-or  example,  "fatalism"  is  an 
attribute  frequently  applied  to  low-income 
Appalachian  residents  that  is  used  to  explain 
their  attitudes  about  health,  as  discussed  in 
Chapters  1  and  /5.  However,  as  these  chapters 
explain,  people  do  not  maintain  uiltural  atti- 
tudes unless  the  attitudes  serve  some  purpose. 
People  develop  culture  through  their  interac- 
tions with  their  environment,  including  the 
institutions  with  which  they  must  deal. 
Differences  in  belief  systems  are  more  safely 
attributable  to  differences  in  group  lite  experi- 
ences than  to  independent  cultural  or  psycho- 
logical factors  of  one  group  of  people.  If 
low-income  individuals  have  different  atti- 
tudes toward  health  and  health  behavior,  it  is 
most  likely  learned  behavior  and  a  reasonable 
response  to  their  situation. 

SES  affects  health  because  poor  people  have 
fewer  of  the  material  goods  and  services  that 
produce  good  health.  Quality  transportation, 
housing,  public  sanitation,  environment, 
nutrition,  and  other  factors  improve  the 
health  of  individuals.  Those  who  have  more 
of  these  factors  have  better  health  not  only 
because  of  the  direct  effect  of  these  goods 
and  services  but  also  because  of  their  indirect 
effect.  For  example,  a  person's  sense  of  securi- 
ty and  sense  of  control  increase  with  higher 
levels  of  SES.  Individuals  at  higher  SES  levels 
are  better  able  to  meet  primary  human  needs, 
such  as  freedom  from  violence,  adequate 


income,  and  suitahle  housin.i;.  Among  the 
goods  and  services  that  vary  with  SES  is  med- 
ical insurance.  Withcnit  medical  insurance, 
low-SES  indi\  iduals  tace  tormidable  financial 
barriers  to  acquiring  health  care.  Even  with 
insurcUKe,  the\  liiul  health  (.\ire  providers  less 
readily  a\ciilahle  in  areas  with  high  concentra- 
tions of  poverty,  such  as  some  parts  of 
Appalachia,  as  explained  in  Chapter  4. 

finally,  low  SES  may  affect  health  because 
very  low  incomes  require  some  people  to  live 
in  areas  of  \  ioleiue  or  en\ironmental  degrada- 
tion and  also  to  work  at  jobs  that  expose  them 
to  health  risks  (Haan  et  al.  1989,  pp.  98-10.^). 
These  risks  range  from  emotional  stress  to 
toxic  exposures. 

The  strong  bond  between  SES  and  health  is 
a  knot  in  a  chain.  In  it  are  tangled  links  c^f  sev- 
eral SES  factors  that  affect  and  are  affected  by 
health.  For  example,  poverty  is  associated 
with  significant  childhood  developmental 
limitations,  and  [K)or  health  negatively  affects 
childhood  development  and  educational 
attainment  d'.S.  Department  of  Health  and 
Human  Services  1991).  One-  and  two-year- 
old  children  in  low-income  families  were 
found  to  have  twice  the  national  average  of 
iron  deficiency.  Growth  retardation  affects  16 
percent  of  low-income  children  under  age  6. 
Almost  all  American  children  at  risk  for  men- 
talK  and  physically  impaired  development 
because  of  blood  lead  levels  come  from  low- 
income  families.  Poor  children  also  have  more 
sickness  from  infection  and  other  debilitating 
conditions  than  children  in  families  with 
more  income  (U.S.  Department  of  Health  and 
Human  Services  1991,  p.  .-50).  Poverty  retards 
the  healthy  development  of  children  and,  as 
a  result,  impedes  educational  attainment  and 
job  opportunities.  However,  although  a  por- 
tion of  the  relationship  between  SES  and 
health  is  explained  by  poor  health  leading  to 
loss  of  income,  lower  paying  jobs,  or  poor 
educational  attainment,  more  often  low  SES 
is  a  preceding  influence  on  poor  health. 
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The  Demands-Resource  Model 

We  have  explained  that  people  of  lower  SES 
face  greater  demands  from  their  physical  and 
social  environments  and  have  fewer  resources 
to  deal  with  these  demands  (Kaplan  et  al. 
1987).  The  gap  between  demands  and 
resources  may  lead  to  the  acquisition  and 
maintenance  of  high-risk  health  behaviors, 
such  as  smoking  and  drinking,  as  a  means  of 
coping  with  unavoidable  demands.  This  gap 
also  may  explain  the  alleged  cultural  traits  of 
the  poor.  For  example,  people  without  the 
means  to  pay  for  health  care  may  do  without 
it  and  defend  their  refusal  to  seek  access  with 
assertions  about  the  medical  system's  ineffica- 
cy.  This  behavior  illustrates  the  links  among 
beliefs,  behaviors,  and  resources.  These 
demands-resources  explanations  relate  SES 
and  illness  and  combine  and  integrate  several 
aspects  of  SES — income,  resources,  beliefs,  and 
behaviors  (Haan  et  al.  1989,  p.  105). 

The  demands-resources  model  also  explains 
why  SES  factors  appear  to  cluster  for  their 
effects.  For  example,  individual  neighborhood 
characteristics  may  have  no  apparent  associa- 
tion with  illness,  but,  when  combined  with 
other  characteristics,  they  show  a  relationship. 
Specifically,  census  tracts  with  high  portions 
of  men  over  age  65,  widowers,  persons  with- 
out cars,  deteriorated  housing,  and  housing 
without  heat  are  associated  with  high  rates  of 
cardiovascular  mortality,  mortality  from  all 
causes,  and  the  incidence  of  cancer  (Haan  et 
al.  1989). 

Not  surprisingly,  education  and  income 
stand  out  among  the  factors  that  link  SES  and 
health.  If  we  compare  mortality  rates  for  peo- 
ple in  different  SES  groups  who  have  the  same 
habits  of  smoking,  alcohol  consumption, 
physical  activity,  relative  weight,  and  amounts 
of  sleep,  those  with  less  education  and  lower 
income  have  higher  mortality  rates.  Tobacco 
abstinence,  moderation  in  alcoholic  consump- 
tion, increased  physical  activity,  weight  con- 
trol, and  adequate  rest  promote  good  health. 


However,  income  and  education  affect  health 
status  despite  healthful  or  high-risk  behaviors 
(Haan  et  al.  1989,  pp.  86-87). 

There  is  no  "big  bang"  theory  to  explain  the 
origins  of  illness  as  the  result  of  SES.  On  the 
contrary,  it  is  the  interaction  among  various 
specific  factors  of  SES  that  affects  an  individ- 
ual's health  status.  This  includes  the  interac- 
tion between  the  physical  and  social 
environment,  health  risk  behaviors,  and 
health  beliefs  on  one  side  and  income  and 
education  on  the  other  (Haan  et  al.  1989, 
pp.  104-105). 

SES  and  Cancer 

As  we  might  expect,  explanations  of  the 
link  between  SES  and  cancer  resemble  expla- 
nations of  the  link  between  SES  and  health 
in  general.  For  example,  SES  seems  to  have 
a  strong  independent  relationship  with  lung 
cancer.  Studies  have  shown  higher  levels  of 
lung  cancer  among  smokers  who  have  less 
education,  lower  occupational  grade,  and  less 
income  than  other  smokers  (Haan  et  al.  1989, 
pp.  86-87). 

However,  two  aspects  of  the  SES  and  cancer 
link  distinguish  their  relationship  from  those 
we  have  already  examined.  First,  studies  of  SES 
and  cancer  have  examined  cancers  in  general 
and  in  particular.  They  attempted  to  correlate 
various  SES  factors  with  cancers  in  different 
parts  of  the  body,  such  as  lung  and  bronchus, 
stomach,  colon,  or  rectum.  Some  cancer  sites 
are  gender-specific,  for  example,  the  breast 
and  uterine  cervix  in  women  and  the  prostate 
gland  in  men.  SES  and  cancer  studies  also  may 
examine  different  aspects  of  cancer,  for  exam- 
ple, incidence,  time  of  survival,  and  mortality. 

A  second  difference  occurs  because  we 
derive  much  of  what  we  know  about  SES  and 
cancer  from  studies  about  race  and  cancer.  In 
1973,  a  landmark  study  reported  a  significant 
disparity  in  the  incidence  and  survival  of  can- 
cer rates  between  African  Americans  and 
whites  (Henschke  et  al.  1973).  Although 
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cancer  incidence  and  mortality  rates  had 
increased  for  both  African  Americans  and 
whites  over  the  previous  two  decades,  they 
had  increased  more  for  African  Americans 
than  for  whites,  an  early  indication  of  a  wider 
health  disparity  gap.  With  the  release  of  the 
1973  report,  many  researchers  turned  their 
attention  to  investigating  racial  differences  in 
cancer  incidence,  mortality,  and  sur\i\al  to 
confirm  and  elaborate  the  report's  findings 
(Freeman  1989,  1991;  Pamics  and  Woodard 
1992;  Mansfield  1992;  Cella  et  al.  1991; 
Baquet  et  al.  1991;  Boring  et  al.  1992;  U.S. 
Department  of  iieallh  aiul  iliiiiian  ScTxiees 
1986;  Byrd  and  Clayton  1991;  McWhorter  et 
al.  1989;  Dayal  et  al.  1^)82;  Berg  et  al.  1977; 
Axtelletal.  1975). 

Other  studies  examined  SLS  as  the  bridge 
between  race  and  cancer  that  explained  this 
association.  Using  data  axailahle  tlnou^li  tlu' 
National  Cancer  Institute's  (NCI)  Siir\eiMaiKe, 
Epidemiology,  and  End  Results  (SEER)  pro- 
gram, which  is  discussed  in  Chapters  6  and  9, 
these  studies  concluded  that  SES  accounts  for 
what  appear  to  be  racial  differences  in  cancer 
incidence,  mortality,  and  sur\  i\al.  For  exam- 
ple, a  study  on  SES  and  cancer  siirx  i\al  (Cella 
et  al.  1991)  found  that  race  was  not  a  signifi- 
cant predictor  of  length  of  survival,  but  that 
income  and  education,  the  two  bedrock  mea- 
sures of  SES  in  other  studies,  were.  Other 
research  discovered  that  when  cancer  rates 
were  adjusted  for  income  or  education,  the 
rates  for  some  types  of  cancer  among  whites 
were  actually  higher  than  those  for  African 
Americans  (Boring  et  al.  1992).  Also,  a  study 
of  white  women  in  Appalachia  found  rates 
of  cervical  cancer,  dysplasia,  and  carcinoma 
of  the  uterine  cervix  similar  to  those  of  urban 
African-American  women  in  the  SEER  pro- 
gram with  similar  income  and  literacy  levels 
(Friedell  et  al.  1992).  Researchers  (Bassett  and 
Krieger  1986)  who  adjusted  for  social  class  in 
addition  to  age,  stage  of  cancer  at  time  of 
diagnosis,  and  histology  found  greatly  reduced 
differences  in  breast  cancer  survival  rates 


between  African  Americans  and  whites.  Based 
on  the  type  of  cancer,  additional  research 
found  thai  SI  S,  measured  by  poverty  level, 
explained  differences  in  cancer  incidence 
among  African  Americans  and  whites 
(McWhorter  et  al.  1989). 

These  studies,  as  well  as  more  recent  find- 
ings, suggest  that  the  observed  racial  differ- 
ences in  cancer  incidence,  mortality,  and 
survival  are  explained,  to  a  large  extent,  by 
the  differences  of  SES  between  whites  and 
African  .Americans  and  other  ethnic  and  racial 
minorities  (Freeman  1989;  Kaplan  et  al.  1987; 
Mansfield  1992;  Cella  et  al.  IWl;  McWhorter 
et  al.  1989;  Hac|uet  et  al.  1 99 1;  American 
Cancer  Society  198h;  Boring  et  al.  1992;  U.S. 
Department  of  Health  and  Human  Services 
1986;  Bassett  and  Krieger  1986;  Dayal  et  al. 
1982;  Jones  1989).  These  studies  underscore 
tliat  iniK  li  ot  the  excess  burden  of  cancer 
among  Alrican  Americans  a\\(.\  other  groups 
is  attributable  to  SES  factors.  I'he  American 
(lancer  Society,  after  reviewing  these  studies, 
concluded  that  members  of  diflerent  racial 
and  ethnic  groups  with  the  same  SES  have 
almost  the  same  incidence  aiul  mortality  rates 
(Freeman  1989).  Ihiis,  much  of  what  we  know 
about  SES  and  race  comes  as  the  offshoot  of 
studies  of  race  and  cancer. 

The  Effect  of  SES  on  Cancer 

Although  most  explanations  of  higher  can- 
cer rates  and  risks  in\-ol\e  low  SES,  not  all  do. 
At  least  one  kind  of  cancer  is  likely  to  occur  at 
earlier  ages  and  exhibits  a  strikingly  different 
relationship  to  SES.  Malignant  melanoma  of 
the  skin  increased  in  incidence  among 
Americans  age  20  to  44  by  .39  percent  from 
197.3-1977  to  1983-1987  (Doll  1991,  p.  682). 
However,  unlike  the  more  usual  inverse  rela- 
tionship between  SES  and  illness,  the  inci- 
dence of  malignant  melanoma  increases 
directly  with  higher  SES.  Most  studies  show 
a  decreased  incidence  of  cancer  and  other  ill- 
nesses among  people  with  college  educations, 
high  income,  and  white-collar  jobs.  SES  seems 


Socioeconomic  Status  and  Cancer     129 


to  affect  the  incidence  of  malignant 
melanoma  by  providing  more  leisure  time 
to  members  of  higher  SES  groups;  leisure  sun- 
tanning  or  intermittent  episodes  of  sunburn 
increase  the  risk  for  malignant  melanoma 
and  are  more  likely  to  occur  among  people 
with  the  financial  means  to  have  and  use 
their  leisure  to  tan  or  burn  (Harris  1989, 
pp.  174-176). 

Breast  cancer  also  illustrates  how  complicat- 
ed the  relationship  between  SES  and  cancer 
can  be.  The  incidence  of  breast  cancer  increas- 
es with  higher  SES,  again  contrary  to  what  we 
might  expect  from  other  studies  of  SES  and  ill- 
ness and  studies  of  SES  and  most  other  can- 
cers. On  the  other  hand,  the  length  of 
disease-free  intervals  and  the  length  of  sur- 
vival time  from  breast  cancer  increase  with 
SES,  as  studies  would  lead  us  to  expect. 

One  explanation  for  the  different  directions 
of  the  relationship  between  SES  and  breast 
cancer  incidence,  survival,  and  mortality 
involves  reproductive  history  and  access  to 
cancer  detection  and  treatment.  The  risk  of 
breast  cancer  for  women  who  have  their  first 
full-term  pregnancy  before  age  22  is  about 
one-third  that  of  women  who  have  their  first 
full-term  pregnancy  after  age  30.  This  may 
be  because  earlier  first  pregnancies  reduce  the 
number  of  estrogen  receptors  that  are  associat- 
ed with  a  lower  level  of  malignancy  in  breast 
cancers  and  a  favorable  response  to  certain 
types  of  therapy.  Women  of  lower  SES,  on 
average,  become  pregnant  for  the  first  time  at 
earlier  ages  than  women  of  higher  SES.  This 
may  explain  the  lower  incidence  of  breast  can- 
cer among  women  with  lower  SES.  Women  of 
higher  SES  are  more  likely  to  use  cancer  detec- 
tion and  seek  care  for  symptoms  of  breast 
cancer  earlier  than  women  of  lower  SES.  Thus, 
women  of  higher  SES  have  a  higher  incidence 
of  breast  cancer.  However,  because  of  access  to 
care  and  use  of  preventive  services,  they  have 
a  higher  portion  of  localized  breast  cancers 
than  women  of  lower  SES.  Early  detection  and 
the  localized  nature  of  the  cancer  contribute 


to  longer  disease-free  intervals  and  survival 
among  women  with  higher  SES  (Harris  1989, 
pp.  168-172). 

The  direct  relationship  between  SES  and 
the  incidence  of  breast  cancer  and  malignant 
melanoma  represents  a  modest  qualification 
of  the  dominant  findings  of  an  inverse  rela- 
tionship between  SES  and  cancer  in  most 
studies.  The  American  Cancer  Society,  in 
1986,  reviewed  the  major  studies  on  the 
link  between  SES  and  the  risk  for  cancer. 
It  reported: 

►  All  studies  but  one  showed  survival  rate 
differences  among  SES  groups,  with  patients 
of  lower  SES  having  reduced  survival  rates. 

►  All  studies  that  showed  survival  rate  dif- 
ferences among  SES  groups  found  these  differ- 
ences to  persist  when  adjustments  were  made 
for  stage  at  diagnosis. 

►  One  study  found  differences  among  SES 
groups  when  controlling  for  treatment  effects. 

►  Survival  rate  differences  among  SES 
groups  were  present  across  all  time  periods. 
The  differences  between  survival  rates  in  the 
1940s  and  the  1960s  changed  little. 

►  Differences  in  5-year  survival  rates 
between  high-  and  low-SES  groups  ranged 
from  6  to  23  percent  depending  on  the  site 
and  stage  of  the  cancer. 

►  Differences  in  survival  rates  among  SES 
groups  were  greatest  for  cancers  with  higher 
5-year  survival  rates  overall. 

►  Differences  among  SES  groups  were 
apparent  as  early  as  a  year  following 
diagnosis  (Freeman  1989). 

The  Report  of  the  Secretary's  Task  Force  on 
Black  and  Minority  Health  (U.S.  Department 
of  Health  and  Human  Services  1986)  also  con- 
cluded that  SES  is  one  of  the  primary  factors 
related  to  cancer  survival.  Patients'  survival 
rate  was  worse  for  poor  patients  than  for  non- 
indigent  patients  when  the  same  type  of  can- 
cer was  compared.    In  1989,  the  American 
Cancer  Society  conducted  hearings  across  the 
country  to  gather  firsthand  accounts  about 
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cancer  and  poor  people.  Based  on  tlie  hear- 
ings, the  American  Cancer  Society  came  to 
the  following  conclusions. 

►  Poor  people  endure  greater  pain  and 
suffering  from  cancer  than  other  Americans. 

►  Poor  people  and  their  tamilies  iiuist  make 
extraordinary  personal  sacrifices  to  obtain  .\ni.\ 
pay  for  care. 

►  Poor  people  face  substantial  obstacles  in 
obtaining  and  using  health  insurance  and 
often  do  not  seek  care  if  they  cannot  pav  for 
it  (American  Cancer  Societ\'  19H9,  p.  2). 

As  one  woman  from  rural  .\ppalacliia  Icsli- 
fied  in  these  hearings, 

To  ^o  to  the  doctor  is  $50.  To  x<-'t  i/  nuutinio- 
^niin  is  $100  /'cci/z/sc  /'/ 's  on  sole  tliis  inniilli. 
...To get  il  iciiil  is  onoihcr  $50  to  $100,  oiid 
tlicn  iiw  iloclor  soiil  I  iiccil  o  /'/o/'m'  /'/  //  's  suspi- 
cious fur  cancer.  I  iloii  7  liiiw  any  money.  If  I 
quit  my  job  and  wait  until  wclfiuv  approves 
me  so  I  can  get  a  medical  and.  it  \  going  to  he 
montlis.  MeiUiwhile,  how  do  I  feci!  my  children.' 
{.XmeriCiUJ  (oncer  Society  /^AS9,  p.  21) 

SES  and  Cancer  Studies 

Like  the  explanations  of  SES  and  health  in 
general,  explanations  of  the  links  between  SI'S 
and  cancer  fall  into  several  categories.  Some 
focus  on  the  "host  factor":  characteristics  such 
as  age,  gender,  and  genetic  susceptibility  that 
can  increase  an  individual's  risk  of  developing 
certain  cancers.  One  explanation  suggests  that 
SES  itself  is  a  host  factor  because  stress  associ- 
ated with  poverty  may  impair  the  immune 
defense  system  and  enhance  the  progression 
of  preexisting  tumors  (Harris  1989,  p.  181- 
185).  At  the  very  least,  this  explanation 
reminds  us  of  the  interaction  of  SES  factors 
among  themselves  and  the  effects  of  that 
interaction  for  risk  of  cancer. 

Other  explanations  of  the  relationship 
between  SES  and  cancer  stress  historical  fac- 
tors. For  example,  the  history  of  racial  discrim- 
ination— including  250  years  of  slavery  and 


100  years  of  legalized  segregation — against 
African  Americans  has  negatively  affected 
their  SKS  status  and  continues  to  affect  their 
health  (B\rd  and  Ckuton  1991).  Racial  segre- 
gation of  schools  until  1954  affected  the  edu- 
cational k'\ els  of  older  African  AnKricans  iind, 
in  turn,  affected  their  cancer-related  knowl- 
edge. ,\  history  of  culturally  insensitive  and 
discriminatory  behavior  on  the  part  of  health 
care  pro\iders  has  adversely  affected  health- 
care-seeking behaviors.  These  historically 
intlueiKcd  lu\illh  praclices  may  be  reflected  in 
statistics  showing  that  African  Americans  do 
not  receive  enough  early,  routine,  and  preven- 
tive care  for  cancer  and  other  illnesses  (U.S. 
nejiartment  of  Health  and  Human  Services 
h'^M,  p.  AA). 

Ihe  third  a\)<.\  most  common  explanation  of 
tlu'  rcLiti()nshi|)  between  SI  S  and  cancer  treats 
po\ert\'  as  prox\"  tor  other  aspects  ot  li\ing, 
including  lack  of  education,  unemployment, 
substandard  housing,  jioor  nutrition,  risk-pro- 
moting lilist\  les  ^iiul  beliiix  ior,  and  reduced 
access  \.o  IumUIi  ( I  niinaii  1^>S9).  1  hese  expla- 
nations frequent l\  single  out  education  as  a 
strong  predictor  of  cancer  incidence  and  sur- 
vival (Pamies  and  VVoodard  1992;  C'ella  et  al. 
1991:  Daval  et  al.  1982).  Education  increases 
the  knowledge  and  practice  ot  pre\entive 
activities  such  as  a  healthlul  diet,  abstinence 
from  tobacco,  the  warning  signs  of  cancer, 
screening  guidelines  and  techniques  of  self- 
examination,  and  preventing  exposure  to  can- 
cer-causing agents.  Education  thus  reduces 
the  risk  of  a  person's  developing  cancer  and 
increases  the  chances  of  sur\  i\  al  it  cancer 
is  found. 

Conversely,  those  with  less  education  typi- 
cally engage  in  more  high-risk  behavior,  such 
as  using  tobacco  and  alcohol,  and  are  less 
likely  to  be  aware  of  preventive  measures  or 
important  symptoms  of  cancer.  Those  with 
less  education  may  be  more  likely  to  be 
employed  in  blue-collar  or  industrial  posi- 
tions in  which  people  are  exposed  to  more 
carcinogens,  such  as  smoke,  asbestos,  and 
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Other  cancer-causing  chemicals  in  the  work 
environment  (Rothenberg  et  al.  1987; 
Mansfield  1992;  Kaplan  et  al.  1987;  Haan  et  al. 
1987).  Furthermore,  people  with  limited  edu- 
cation are  often  unaware  of  the  importance 
and  availability  of  cancer  screening. 
Preoccupied  with  the  struggles  of  daily  liv- 
ing— demands  and  resources,  such  as  putting 
food  on  the  table  or  keeping  a  roof  over  their 
heads — people  who  are  economically  disad- 
vantaged set  aside  what  they  consider  less 
important  or  less  immediate  tasks  like  devel- 
oping a  long-term  health  consciousness 
(Dayal  et  al.  1982;  Freeman  1989;  Pamies 
and  Woodard  1992). 

Overall,  these  explanations  suggest  that  SES 
affects  cancer  incidence,  mortality,  and  sur- 
vival through  specific  but  interrelated  factors 
such  as  access  to  health  services,  nutritional 
status,  immune  status  and  function,  education 
level,  living  standard,  income,  social  support 
system,  overall  health  awareness,  lifestyle, 
and  knowledge  about  cancer  symptoms, 
treatment,  and  prevention  (Freeman  1989, 
1991;  Pamies  and  Woodard  1992;  Cella  et  al. 
1991;  Loehrer  et  al.  1991;  Haan  et  al.  1987). 
However  important  any  one  factor  of  SES 
appears,  there  is  no  one  factor  that  com- 
pletely explains  the  relationship  between 
SES  and  cancer. 

Access  to  Cancer  Services 

Because  there  is  no  "big  bang"  explanation 
of  the  relationship  between  illness  and  socioe- 
conomic status,  there  is  no  single  public 
health  approach  to  the  problem.  Access  to 
screening  and  preventive  services  obviously 
plays  a  part  in  preventing  and  controlling 
cancer.  However,  access  is  not  the  complete 
answer.  For  example,  a  study  of  10  community 
health  centers  in  the  Appalachian  area  (Patrick 
et  al.  1988)  examined  questions  of  access  and 
rural  poverty,  an  aspect  of  SES  of  particular 
importance  to  participants  in  the  Appalachia 
Leadership  Initiative  on  Cancer.  The  study 


found  that,  although  providing  access  to 
health  services  in  low-income  communities 
did  reduce  health  care  utilization  differences 
between  SES  groups,  such  access  did  not 
reduce  health  status  differences.  Low  income 
was  still  associated  with  lower  health  status 
even  when  physician  visits  and  hospital  stays 
were  the  same  among  all  SES  groups  (Patrick 
etal.  1988,  p.  128). 

Other  evidence  suggests  that  forms  of  care, 
not  access  alone,  do  make  a  difference  in  out- 
comes. A  comparison  of  patients  in  Veteran's 
Administration  (VA)  hospitals  found  that  the 
survival  rates  of  cancer  patients  were  similar 
for  patients  of  different  races  and  incomes. 
The  study  suggested  that  when  everyone  is 
treated  the  same  regardless  of  race  and  the 
costs  of  care  are  removed,  such  as  in  the  VA 
system,  patients  of  difference  races  and 
incomes  have  similar  health  outcomes 
(Page  and  Kuntz  1980). 

The  current  health  gaps  among  SES  groups 
are  likely  to  increase  without  efforts  to  provide 
better  access  to  health  care  regardless  of  the 
ability  to  pay.  However,  increased  access  to 
health  care  is  a  necessary  but  not  sufficient 
condition  to  improve  the  health  status  of  low- 
SES  groups.  Increasing  access  will  be  more 
effective  if  public  health  officials  acknowledge 
the  interface  of  the  culture  of  medicine  and 
SES  (Patrick  et  al.  1988,  pp.  130-133).  Most 
explanations  of  the  relationship  between 
health  status  and  SES  examine  the  culture  and 
characteristics  of  low-SES  groups.  Few  studies 
examine  the  culture  of  medicine.  The  studies 
that  do,  however,  suggest  a  need  for  cultural 
change  in  medicine.  For  example,  an 
American  Cancer  Society  survey  of  cancer 
and  SES  found  that  current  medical  education 
programs  are  culturally  insensitive  and  irrele- 
vant to  many  poor  people  (American  Cancer 
Society  1989).  The  problem  of  health  care 
access  for  people  with  low  SES  requires  not 
only  more  services  but  also  changes  in  the 
services  and  providers  that  poor  people  find 
when  they  seek  health  care. 
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Community-Oriented  Primary  Care 

The  establishment  of  comnuiiiit)  hcallli 
centers  has  reduced  the  gap  in  access  and  uti- 
lization for  the  rural  poor,  includiiiv;  those  in 
Appalachia.  More  is  needed,  and  in  some  com- 
munity health  centers  in  Appalachia  and  the 
nation  we  find  efforts  to  reduce  the  health 
outcome  gap.  These  efforts,  grouped  together 
and  called  community-oriented  prinuir\'  care 
(COPC),  reunite  the  traditions  of  public  lieallh 
and  individual  clinical  health  services.  It  is  a 
community-responsive  practice  that  assumes 
a  larger-than-ordinary  responsibilitx'  for  safe- 
guarding the  health  of  a  community  cUkI  fol- 
lows through  on  this  responsibility  by  taking 
action  beyond  the  traditional  mode  of  treating 
complaints  and  problems  of  patients  on  an 
individual  basis  (Nutting  1987,  p.  \vi). 

Community-oriented  primary  care  is  not  a 
magic  talisman  to  cure  all  problems  related  to 
SES  and  illness.  I  lowever,  COPC  is  clearly 
related  to  several  aspects  of  AI.K".  Its  emphasis 
on  integrating  resources  is  one  part  of  the  hor- 
izontal integration  that  Chapter  8  emphasizes 
in  its  discussion  of  community  coalitions.  Its 
emphasis  on  bridging  different  cultures  is  one 
part  of  the  differences  explored  in  the  cha[")- 
ters  in  Section  I. 

COPC  also  serves  to  remind  us  that  ALIC 
is  part  of  the  development  of  a  broad  array 
of  disease  prevention  and  health  promotion 
activities.  This  development  is  part  of  mea- 
sures to  detect  illness,  such  as  cancer,  as  soon 
as  possible  after  it  has  developed  and  even 
before  its  symptoms  are  apparent.  Extending 
access  to  low-income  groups  is  an  important 
part  of  early  detection.  ALIC  attempts  to  make 
more  available  the  means  of  early  detection 
such  as  screenings  and  checkups.  Much  has 
been  done.  Much  remains  to  be  done. 

ALIC  is  a  venture  in  cancer  prevention  as 
well  as  early  detection.  Prevention  emphasizes 
what  people  can  do  for  themselves  to  avoid 
illness  and  promote  health.  Reducing  behav- 
iors that  present  cancer  risks,  such  as  tobacco 
use,  heavy  alcohol  consumption,  poor  nutri- 


tion, and  excessive  exposure  to  the  sun,  is  part 
of  prevention.  ALIC  addresses  these  behaviors. 
Some  of  these  behaviors  are  voluntary;  howev- 
er, they  also  arc  related  to  conditions  of 
demands  and  resources,  environmental  quali- 
t\,  and  the  interaction  of  SES  factors.  Among 
low-SES  groups,  tluietore,  prevention  needs 
to  address  the  involuntary  risks  for  cancer  and 
other  health  problems  associated  with  poverty 
or  rural  residence,  as  discussed  in  C'hapter  S. 
I  he  possible  conflict  among  coalition  mem- 
bers in  sorting  out  emphases  on  prevention 
and  early  detection  as  well  as  xoluntary  and 
involuntary  behaviors  as  they  relate  to  SES  Is 
a  focus  of  Chapter  8. 

Disease  Prevention,  SES,  and  ALIC 

In  198-5.  the  National  (  ancer  Institute 
establislKd  the  ,i;oal  ol  iwUaing  cancer  mor- 
talit\  In-  50  percent  b\  tlie  \ear  2()()().  Vital  to 
the  achievement  of  this  goal  is  the  narrowing 
or  elimination  of  the  gaji  in  cancer  incidence, 
mortalit\,  and  sur\  i\al  among  Americans  of 
different  SES  Ie\els,  including  those  who  are 
socioecononiicalK  disadvantaged.  lo  reduce 
this  dis|iarit\-  significantly  In  the  turn  of  the 
century,  leaders  of  the  cancer-reduction  move- 
ment called  for  effective  public  education  and 
awareness  campaigns  targeted  to  low-income 
groups  along  with  strong  ad\ocacy  for  legisla- 
tive changes  to  pro\  ide  tor  better  access  to 
and  distribution  of  cancer  information, 
screening,  diagnosis,  and  treatment 
(Freeman  1989). 

Health  inter\entions  b\  communit\-based 
coalitions  are  good  mechanisms  for  meeting 
man\  of  these  goals  and  challenges.  The  coali- 
tions can  pr(n  ide  and  foster  the  networks  and 
cooperation  needed  to  reach  those  at  high  risk 
of  cancer.  The  challenge  rightfully  falls  to 
coalitions  because  it  can  be  met  only  with  the 
local  knowledge,  cooperation,  dedication,  and 
commitment  of  an  array  of  civic  leaders,  med- 
ical care  providers,  and  social  service  agencies. 

Several  studies  of  the  relationship  between 
SES  and  health  specihcally  examine  recom- 
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mendations  to  direct  coalition  efforts  to 
improve  the  health  of  low-SES  groups  (Amler 
and  Dull  1987).  The  American  Cancer  Society 
(1989,  pp.  9-10)  developed  10  broad  principles 
of  intervention  related  specifically  to  the 
cancer  gap  and  SES. 

1.  Ensure  that  cancer  prevention,  detection, 
treatment,  and  rehabilitation  services  are 
accessible  and  available  to  all  who  need 
them,  regardless  of  their  ability  to  pay. 

2.  Improve  cancer  prevention  and  early 
detection  among  poor  Americans  to  eliminate 
unnecessary  pain,  suffering,  and  death. 

3  Undertake  aggressive  educational  efforts 
to  counteract  fatalism,  overcome  fears,  and 
enable  poor  people  to  reduce  cancer  risk. 

4.  Improve  and  expand  public  and  private 
assistance,  including  health  insurance,  for 
the  poor. 

5.  Develop  cancer  education  materials 
and  outreach  programs  that  are  culturally 
sensitive,  understandable,  and  relevant  to 
poor  people. 

6.  Establish  patient  advocate  and  referral 
services  to  help  poor  patients  navigate  the 
health  system  and  manage  personal  problems 
that  result  from  cancer  treatment. 

7.  Involve  community  organizations  serving 
poor  people  and  the  people  themselves  in  can- 
cer education  and  patient  advocacy  programs. 

8.  Train  health  care  providers  to  be  sensitive 
to  the  needs  of  poor  patients  and  to  serve 
their  needs  more  effectively. 

9.  Expand  the  availability  of  and  accessibili- 
ty to  health  services  for  poor  people  of  rural 
areas,  which  are  now  underserved. 

10.  Conduct  research  to  further  document 
the  scope  of  the  gaps  of  cancer  and  health 
services  and  identify  effective  interventions. 

Patient  advocates,  patient  empowerment, 
and  provider  training  all  are  necessary  to 
make  improved  access  effective.  The  objectives 
of  Healthy  People  2000  also  combine  increased 
access  to  screening  and  detection  with  train- 


ing for  health  providers,  improved  education- 
al services  for  at-risk  groups,  and  lower  levels 
of  high-risk  behaviors  (U.S.  Department  of 
Health  and  Human  Services  1991,  pp.  43-51). 
Other  recommendations  for  effective  inter- 
ventions are  implied  in  a  study  of  successful 
social  interventions  to  prevent  "rotten  out- 
comes" such  as  excess  and  unnecessary  cancer 
(Schorr  1988,  pp.  256-259).  Schorr  examined 
programs  to  prevent  teenage  pregnancy,  devel- 
opmental delays  in  children,  problem  preg- 
nancies, infant  mortality,  and  other  disease 
and  illness  conditions  strongly  associated 
with  SES.  Her  examination  led  to  the  descrip- 
tion of  several  characteristics  of  successful 
interventions: 

►  A  broad  spectrum  of  services  related  to  the 
condition  to  be  addressed,  which  acknowl- 
edges the  condition  as  a  symptom  of  a  compli- 
cated interrelation  of  a  host  of  factors; 

►  Making  traditional  professional  and 
bureaucratic  boundaries  permeable  so  that 
agencies  and  personnel  within  them  have  the 
means  and  authority  to  do  what  is  necessary 
to  address  a  problem; 

►  Flexibility  within  a  program  and 
approaches  to  devising  the  set  of  services  and 
interventions  appropriate  to  a  particular  per- 
son and  permitting  that  person  to  choose 
among  them; 

►  Contextual  understanding  of  the  problem; 

►  Care  and  respect  for  those  served  and  trust 
in  those  serving; 

►  Coherent  and  easy-to-use  services; 

►  Adapting  or  circumventing  traditional 
bureaucratic  and  professional  limitations 
within  a  program  when  necessary  in  light 
of  the  needs  of  those  to  be  served;  and 

►  New  self-defined,  more  effective  roles 
for  professionals. 

Conclusion 

Several  health  interventions  in  Appalachia 
have  the  attributes  recommended  for  effective 
programs  to  redress  the  relationship  of  low 
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SES  and  poor  health.  The  health  centers  oper- 
ated by  the  United  Mine  Workers  of  America 
in  the  1950s  were  forerunners  of  the  commu- 
nity health  centers  of  the  1960s  that  Schorr 
(1988)  lists  among  effective  interventions. 
Appalachia  has  more  than  its  share  of  model 
community  health  centers.  Primary  care 
providers  have  been  leaders  in  community- 
oriented  primary  care.  Most  recently, 
Appalachia  was  the  site  of  the  development  of 
community-based  maternal  and  infant  health 
interventions  (Clinton  1992),  renewing  a 
tradition  of  the  Frontier  Nurses. 

In  undertaking  ALIC,  program  staff,  com- 
munity leaders,  and  coalition  participants 
renew  a  wealth  of  health  innovations  and 
interventions  to  improve  the  health  of  low- 
income  groups.  These  efforts  make  us  aware 
of  the  complex  relationship  between  SES  and 
cancer  as  well  as  the  difficulty  of  finding  an 
effective  mechanism  to  narrow  the  cancer  gap 
among  SES  groups.  ALIC  begins  with  this  his- 
tory and  awareness.  It  begins  also  with  an 
assurance  that  community-based  coalitions 
offer  one  promising  path  to  improve  health 
despite  the  disparities  in  SES. 


References 

American  Cancer  Society.  Cancer  ami  the  Poor: 
A  Report  to  the  Natiofi.  Atlanta:  American 
Cancer  Society,  1989. 

American  Cancer  Society.  Special  Report  on 
Cancer  in  the  Economically  Disadvantaged. 
Prepared  by  the  American  Cancer  Society 
Subcommittee  on  Cancer  in  the  Economically 
Disadvantaged.  New  York:  American  Cancer 
Society,  1986. 

Amier,  R.W.,  and  Dull,  H.B.,  eds.  Closing 
the  Gap:  The  Burden  of  Unnecessary  Illness. 
New  York:  Oxford  University  Press,  1987. 


Axtell,  L.M.;  Myers,  M.H.;  and  Shambaugh, 
E.M.  Treatment  Surx'ival  Patterns  fur  Black  and 
White  Cancer  Patients  Diagnosed,  1955  Through 
1964.  U.S.  Department  of  Health  Education, 
and  Welfare  Publication  No.  (NIH)  75-712, 
1975. 

Baquet,  C.R.;  Horm,  J.W.;  Gibbs,  T.;  and 
Greenwald,  P.  Socioeconomic  factors  and 
cancer  incidence  among  blacks  and  whites. 
Journal  of  the  National  Cancer  Institute 
83(8):551-557,  1991. 

Bassett,  M.T.,  and  Krieger,  N.  Social  class 
and  black/white  differences  in  breast  cancer 
survival.  American  lournal  of  Public  Health 
76:1400-1403,  1986. 

Berg,  j.W.;  Ross,  R.;  and  Latourette,  H.B. 
Economic  status  and  survival  of  cancer 
patients.  C(?/;a7- .39:467-477,  1977. 

Boring,  C.C;  Squires,  T.S.;  and  Heath,  C.W. 
Cancer  statistics  for  African  .Americans.  CA: 

A  Cun.cr  louruiil  forCliniciiins  42(1):7-17,  1992. 

Byrd,  M.W,  and  Clayton,  L.A.  'The  slave 
health  deficit':  Racism  and  health  outcomes. 
Health/PAC  Bulletin  Summer  1991,  pp.  25-28. 

Cella,  D.F.;  Orav,  E.J.;  Kornblith.  A.B.;  Holland, 
J.C;  Silberfarb,  PM.;  Lee,  K  \\.:  Comis,  R.L.; 
Perry,  M.;  Cooper,  R.;  Maurer,  L.H.;  Hoth,  D.E; 
Perloff,  M.;  Bloomfield,  CD.;  Mclntyre,  O.R.; 
Leone,  L.;  Lesnick,  G.;  Nissen,  N.;  Glicksman, 
A.;  Henderson,  E.;  Barcos,  M.;  Crichlow,  R.; 
Faulkner,  C.S.;  Eaton,  W.;  North,  W.;  Schein, 
P.S.;  Chu,  E;    King,  G.;  and  Chahinian,  .A. P. 
Socioeconomic  status  and  cancer  survival. 
Journal  of  Clinical  Oncology  9(8);  1500-1509, 
1991. 


Socioeconomic  Status  and  Cancer     135 


Clinton,  B.  Maternal  and  Infant  Health 
Outreach  Worker  Project:  Appalachian 
communities  help  their  own.  In:  Larner,  M.; 
Halpern,  R.;  and  Harkavy,  O.,  eds.  Fair  Start 
for  Children:  Lessons  Learned  from  Seven 
Demonstration  Projects.  New  Haven, 
Connecticut:  Yale  University  Press,  1992. 
pp.  23-45. 

Dayal,  H.H.;  Power,  R.N.;  and  Chiu,  C.  Race 
and  socioeconomic  status  in  survival  from 
breast  cancer.  Journal  of  Chronic  Disease 
35:675-683,  1982. 

Doll,  S.R.  Progress  against  cancer:  An 
epidemiologic  assessment.  American  Journal 
of  Epidemiology  134(7):675-688,  1991. 

Freeman,  H.P.  Cancer  in  the  socioeconomical- 
ly  disadvantaged.  CA:  A  Cancer  Journal  for 
Clinicians  39:266-288,  1989. 

Freeman,  H.P.  Race,  poverty,  and  cancer. 
Journal  of  the  National  Cancer  Institute 
83(8):526-527,  1991. 


Haan,  M.N.;  Kaplan,  G.A.;  and  Syme,  S.L.  Old 
observations  and  new  thoughts.  In:  Bunker, 
J.P;  Gomby,  D.S.;  and  Kehrer,  B.H.,  eds. 
Pathways  to  Health:  The  Role  of  Social  Factors. 
Menlo  Park,  California:  Henry  J.  Kaiser  Family 
Foundation,  1989.  pp.  76-135. 

Harris,  J.E.  Social  and  economic  causes  of  can- 
cer. In:  Bunker,  J.P;  Gomby,  D.S.;  and  Kehrer, 
B.H.,  eds.  Pathways  to  Health:  The  Role  of  Social 
Factors.  Menlo  Park,  California:  Henry  J.  Kaiser 
Family  Foundation,  1989.  pp.  165-216. 

Henschke,  U.K.;  Leffall,  L.D.;  Mason,  C.H.; 
Reinhold,  A.W.;  Schneider,  R.L.;  and  White, 
J.E.  Alarming  increases  of  the  cancer  mortality 
in  the  U.S.  black  population.  Cancer  31(4):7 
63-768,  1973. 

Hurowitz,  J.C.  Toward  a  social  policy  for 
health.  New  England  Journal  of  Medicine 
329(2):131-132,  1993. 

Jones,  L.S.,  ed.  Minorities  and  Cancer. 
New  York:  Springer- Verlag,  1989. 


Friedell,  G.H.;  Tucker,  T.C.;  McMammon,  E.; 
Moser,  M.;  Hernandez,  C;  and  Nadel,  M. 
Incidence  of  dysplasia  and  carcinoma  of  the 
uterine  cervix  in  an  Appalachian  population. 
Journal  of  the  National  Cancer  Institute 
84(13):1030-1032,  1992. 


Kaplan,  G.A.;  Haan,  M.N.;  Syme,  S.L.;  Minkler, 
M.;  and  Winkleby,  M.  Socioeconomic  status 
and  health.  In:  Amler,  R.W.,  and  Dull,  H.B., 
eds.  Closing  the  Gap:  The  Burden  of  Unnecessary 
Illness.  New  York:  Oxford  University  Press, 
1987.  pp.  125-129. 


Garber,  A.M.  Pursuing  the  links  between 
socioeconomic  factors  and  health:  Critique, 
policy  implications,  and  directions  for  future 
research.  In:  Bunker,  J. P.;  Gomby,  D.S.;  and 
Kehrer,  B.H.,  eds.  Pathways  to  Health:  The  Role 
of  Social  Factors.  Menlo  Park,  California:  Henry 
J.  Kaiser  Family  Foundation,  1989.  pp.  271- 
315. 

Haan,  M.;  Kaplan,  G.A.;  and  Camacho,  T. 
Poverty  and  health:  Prospective  evidence  from 
the  Alameda  County  Study.  American  Journal  of 
Epidemiology  125:989-998,  1987. 


Loehrer,  P.J.;  Greger,  H.A.;  Weinberger,  M.; 
Musick,  B.;  Miller,    M.;  Nichols,  C;  Bryan,  J.; 
Higgs,  D.;  and  Brock,  D.  Knowledge  and  belief 
about  cancer  in  a  socioeconomically  disadvan- 
taged population.  Cancer  68:1665-1671,  1991. 

Mansfield,  CM.  Cancer  in  the  African 
American:  The  annual  William  E.  Allen,  Jr., 
M.D.,  Memorial  Lecture.  Journal  of  the 
American  Medical  Association  84(7): 
638-641,  1992. 


136     The  Appdlcu'hia  Leailershii)  Initiative  on  Cancer 


McWhorter,  W.P.;  Schatzkin,  A.G.;  Horm,  J.W.; 
and  Brown,  C.C.  Contribution  of  socioeco- 
nomic status  to  black/white  differences  in 
cancer  incidence.  0?/zaT  63:982-987,  1989. 

National  Institute  of  Mental  Health.  Two 
Generations  ofNIMH-Fiuuleci  Research  on 
Honwlessness  and  Mental  Illness:  982-1990. 
Rockville,  Maryland:  National  Institute  of 
Mental  Health,  1991. 

Nutting,  P.A.,  ed.  Comiiuuiity-Oriented 
Primary  Care:  From  Principle  to  Practice. 
Washington,  D.C:  U.S.  Go\eriinient  Printin.i^ 
Office,  1987. 

Page,  W.l-.,  and  Kuntz,  A.J.  Racial  and  socioe- 
conomic factors  in  cancer  sur\  ival:  A  compari- 
son of  Veterans  Administration  results  with 
selected  studies.  (.'(//kcT  45:1029- 1040,  1 080. 

Pamies,  R.J.,  di'n.i  VVoodard,  l.J.  Chancer  in 
socioeconomically  disadvantaged  populations. 
Primary  Care  19(3):443-450,  1992. 


Pappas,  G.;  Queen,  S.;  Hadden,  W.;  and  lishcr, 
G.  1"he  increasing  disparity  in  mortality 
between  socioeconomic  groups  in  the  United 
States,  1960  and  1986.  New  England  Jounnd  of 
Medicine  329 (2):103-109,  1993. 

Patrick,  D.L.;  Stein,  J.;  Porta,  M.;  Porter,  C.Q.; 
and  Ricketts,  T.C.  Poverty,  health  services  and 
health  status  in  rural  America.  The  Milbank 
Qi/flrfer/y  66(1):  105- 136,  1988. 


Schorr,  I  .H.  Within  Our  Reach:  Breaking  the 
(Axle  of  Disiiihiintagc.  New  >ork:  Doubleday, 
1988. 

U.S.  Department  of  Health  and  Human 
Services.  Healthy  People  2000:  National  Health 
Promotion  and  Disease  Prevention  Ohjectiws. 
DHHS  Publication  No.  (PHS)  91-50212. 
Washington,  D.C:  U.S.  Government  Printing 
Office,  1991. 


Rothenberg,  R.;  Nasca,  P.;  Mikl,  J.;  Burnett,  W., 
and  Reynolds,  B.  Cancer.  In:  Amler,  R.W.,  and 
Dull,  H.B.,  eds.  Closing  the  Gap:  The  Burden 
of  Unnecessary  Illness.  New  York:  Oxford 
University  Press,  1987.  pp.  30-42. 


U.S.  Department  of  Health  and  Human 
Services.  Report  of  the  Secretaiy's  Task  Force  on 
Black  and  Minority'  Health.  Volume  111:  Cancer. 
Washington,  D.C:  U.S.  Department  of  Health 
and  Human  Services,  1986. 


Socioeconomic  Status  and  Cancer     137 


CHAPTER  7 

Action  Steps 


1.  Assess  current  outreach  and  preven- 
tive services  for  their  ability  to  reach  peo- 
ple in  low-socioeconomic  groups  at  high 
risk  of  developing  cancer. 

2.  Involve  low-income  people  in  local 
coalitions  to  develop  effective  public 
education  and  awareness  campaigns, 
advocate    for  legislative  changes  for  bet- 
ter distribution  of  cancer  information 
and  prevention  programs,  and  increase 
access  to  cancer  screening,  diagnosis, 
and  treatment  services. 

3.  Identify  and  address  local  factors 
of  socioeconomic  status  (SES)  that  con- 
tribute to  poor  health  and  the  increased 
risk  of  cancer,  including  housing,  income, 
occupation,  diet,  education,  personal  rela- 
tionships and  social  support  systems, 
access  to  care,  and  the  environment. 

4.  Improve  cancer  prevention  among 
low-income  area  residents  to  prevent 
the  increase  of  cancer  incidence. 

5.  Educate  local  health  care  providers 
about  the  latest  screening  technologies 
and  treatment  standards. 

6.  Evaluate  the  sensitivity  of  health 
care  institutions  and  providers  to  the 
needs  of  people  in  poverty  and  their 
ability  to  meet  these  needs. 

7.  Develop  educational  materials 

and  outreach  programs  that  are  culturally 


sensitive  to  Appalachian  people,  under- 
standable, and  relevant  to  people  of 
low  SES. 

8.  Include  programs  that  promote  self- 
efficacy  among  people  of  low-socioeco- 
nomic groups  and  lifestyle  changes  that 
reduce  their  risk  of  cancer. 

9.  Work  with  schools  and  other  com- 
munity institutions  to  develop  cancer 
prevention  education  programs  for  chil- 
dren and  adolescents  growing  up  in  low- 
income  communities  and  environments. 

10.  Ensure  that  cancer  education  and 
prevention  programs,  interventions,  and 
other  services: 

— Address  conditions  characteristic 
of  the  local  region; 

— Acknowledge  the  complicated 
relationship  among  cancer-causing 
factors; 

— Are  flexible  in  design  and  approach 
so  that  they  can  be  altered  to  meet 
the  needs  of  those  being  served; 

— Have  a  contextual  understanding 
of  cancer  risk;  and 

— Foster  care  and  respect  for  cancer 
patients  and  trust  in  health  care 
providers. 


CHAPTER    8 


Community  Coalition 
Theory  and  Rural  Practice 


/'(////  VV.  Spc'ci  (///(/  l\i\iil  \1.  (  hinis 


Coalitions  comprise  a  method  whereby 
numerous  organizations  can  generate 
the  power  capable  of  intluciKiii.u  broad 
policies  and  resource  decisions.  Organiza- 
tional power  of  this  magnitude  is  necessary 
to  change  the  conditions  of  our  social  infra- 
structure and  the  effects  of  these  conditions 
on  families  and  comnumitics.  A  key  compo- 
nent of  the  Appalachia  Leadership  Iiiilidtivc 
on  Cancer  (ALIC)  is  the  development  of  com- 
munity coalitions.  ALIC  focuses  on  cultiva- 
ting cancer  prevention  and  control  efforts  in 
communities  within  the  Appalachian  region 
that  are  affected  negatively  by  social  and 
economic  forces. 

This  chapter  highlights  theory  and  research 
about  community  coalitions  that  can  provide 
important  information  for  ALIC  projects. 
Types  of  coalitions,  formation  processes  of 
coalitions,  and  maintenance  of  coalitions 
are  described  to  support  collective  efforts  to 
control  cancer  in  the  Appalachian  region. 

Coalitions  Defined 

By  the  1980s,  coalitions  had  become  com- 
monplace in  American  communities  (Boyte 
1980;  Miller  and  Tomaskovic-Devey  1983; 
Weisner  1983).  Although  reasons  for  the 
emergence  of  community  coalitions  vary, 
they  often  are  tied  to  the  shortage  of  social 
resources  available  to  deal  with  the  needs  of 
communities.  This  lack  of  social  resources 
is  linked  to  reductions  in  social  spending, 


particuLirK  al  liic  federal  le\c'l.  In  addition, 
coalitions  have  increased  as  individuals  and 
groups  rocogni/c  that  many  community 
problems  have  roots  in  large,  macrolevel 
forces  that  affect  life  at  the  municipal  and 
community  level. 

Cloalitions  have  been  defined  as  temporary, 
means-oriented  alliances  among  individuals 
and  groups,  each  of  which  have  differing  goals 
(Gamson  1961).  Coalition  is  derived  from  the 
Latin  word  coalcsccrc,  which  means  "to  grow 
together."  Although  the  origin  of  the  term 
suggests  a  long-term  process,  many  coalitions 
are  temporary;  nevertheless,  coalitions  and 
coalition  theory  increasingly  focus  on  growth 
or  development  within  coalitions  (Florin 
et  al.,  in  press). 

Coalitions  hold  promise  for  producing 
social  change  because  they  can  link  enough 
community  organizations,  social  service  agen- 
cies, and  comiminity  institutions  to  produce 
the  necessary  power  for  change.  Individuals 
must  work  collectively  to  facilitate  change  in 
social  structures  (Kidder  and  line  1986). 
People  come  together  to  form  special  groups 
called  "mediating  structures"  as  a  link  to  the 
larger  society  (Berger  and  Neuhaus  1977). 
Community  coalitions  with  the  closest  ties  to 
people  are  composed  of  these  mediating  struc- 
tures, which  include  neighborhoods,  families, 
churches,  voluntary  associations,  and  the 
workplace,  among  others.  Mediating  struc- 
tures are  people-sized — that  is,  they  are  small 
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enough  to  reflect  the  values  and  realities 
of  individual  life,  yet  large  enough  to  empow- 
er individuals  and  influence  social  change 

Historically,  social  change  efforts  focused 
on  the  point  of  production.  The  union  move- 
ments of  the  1930s  and  1940s  represented 
conflict  between  labor  and  management. 
Struggles  existed  over  wages  and  working 
conditions,  among  other  issues.  Following 
the  rise  of  social  consciousness  that  occurred 
in  the  1960s  and  1970s,  collective  change 
efforts  have  been  directed  at  the  point  of  con- 
sumption (Perlman  1976);  have  targeted  social 
service  or  economic  endpoints;  and  have  been 
brought  about  by  groups,  frequently  commu- 
nity groups  and  other  mediating  structures, 
pressing  for  accountability  from  state  or  cor- 
porate interests.  In  these  efforts,  individuals 
act  collectively  through  mediating  structures 
for  the  purpose  of  creating  social  change. 

Over  the  past  25  years,  the  growth  of  com- 
munity organizations  has  been  described  as  a 


movement  (Boyte  1979,  1980;  Giloth  1985; 
Kotler  1979;  Perlman  1976;  Schwartz  1979). 
Community  organizations,  as  mediating  struc- 
tures, offer  a  context  in  which  individuals  can 
have  some  influence  on  broader  social  struc- 
tures. However,  the  magnitude  of  forces  that 
converge  to  create  community  problems  are 
often  so  great  that  singular  community  orga- 
nizations may  not  have  a  significant  impact. 
For  this  reason,  community  organizations 
are  joining  together  increasingly  to  form 
coalitions  with  other  community  organiza- 
tions to  address  issues  affecting  families 
and  communities. 

Community  coalitions  face  unique  chal- 
lenges by  attempting  to  incorporate  the  grass- 
roots of  a  community  and  the  diversity  of 
interests  therein.  Particularly  challenging  is 
an  acceptance  of  this  diversity  within  a  coali- 
tion framework.  Research  about  the  models, 
processes,  and  strategies  of  forming  communi- 
ty coalitions  presents  important  considera- 
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tions  for  those  Appalachian  communities 
developing  community  coalitions  focused 
at  cancer  prevention. 

Commimity  Coalitions 

A  community  coalition  is  a  formal  .illlcince 
of  organizations  and  institutions  from  within 
a  community  (e.g.,  town,  county,  city)  based 
on  a  clearly  expressed  common  purpose,  need, 
and  issue.  The  organizations  that  comprise  a 
coninuinity  coalition  range  h'om  loedl  gowni- 
mental  agencies  to  businesses  to  volunteer 
and  nonprofit  organizations.  Local  govern- 
ment agencies  frequently  include  police  and 
law  enforcement  agencies,  housing  authori- 
ties, courts,  educational  institutions,  and  oth- 
ers. Ikisiness  organizations  can  iiKluelc  hanks, 
chambers  of  commerce,  large  corporate  inter- 
ests, and  local  merchants.  Volunteer  and 
nonprofit  organizations  often  include 
neighborhood  organizations,  tenant  groups, 
parent-teacher  organizations,  churches  and 
other  religious  groups,  nonprofit  hospitals, 
and  fratern<il  and  service  clubs. 

The  central  role  of  local  voluntary  organi- 
zations is  what  makes  community  coalitions 
unique.  Local  voluntary  organizations  are 
important  because  they  have  the  greatest 
access  to  a  broad  range  of  comnuinit\  resi- 
dents and  mc^re  often  represent  their  values 
and  issues.  Voluntary  organizations  can  reach 
deeply  into  the  community  by  involving  the 
breadth  and  diversity  of  its  people.  Volunteer 
or  grassroots  organizations  generally  are 
(1)  geographically  based;  (2)  volunteer-driven, 
drawing  resources  primarily  from  the  time, 
skills,  and  energy  of  members;  (3)  initiated 
locally  by  residents  responding  to  local  condi- 
tions; (4)  organized  on  a  human  scale  where 
decisions  are  made  face  to  face  and  operations 
are  informal;  (5)  focused  on  problemsolving, 
emphasizing  the  importance  of  getting  specif- 
ic tasks  accomplished;  and  (6)  designed  to  be 
multipurpose,  flexible,  and  able  to  address  a 
variety  of  issues  simultaneously  and  to  adjust 
strategies  when  necessary  (Florin  et  al.  1992). 


Although  \  olunteer  organizations  share 
several  organizational  characteristics,  they 
differ  in  important  ways.  The  first  distinction 
among  organizations  centers  on  the  differing 
issues  they  address  (e.g.,  youth,  the  environ- 
ment, tax  issues);  a  second  important  differ- 
ence is  in  the  organizational  base  of  these 
groups.  Kahn  (1982)  identifies  four  organiza- 
tional bases  from  whit  1 1  xohinteer  groups 
emerge:  union  (based  in  tlic  workplace),  com- 
munits'  (based  on  location),  constituency 
(based  on  individual  (.IkhcK (eristics  such  as 
age  or  ethnicits ),  aiul  Issue  organizing  (based 
on  specific  issues  such  as  tlie  eiu'ironment  or 
taxes).  lnstitution-l)ased  organizing  is  based 
on  work  with  organizations  that  were  formed 
lor  other  purposes  but  that  have  the  organiza- 
tional structure  and  group  cohesion  needed  to 
sustain  a  stahle  and  praetitdl  organizing  base, 
such  as  (.lunches  and  schools  (Speer  1992). 
\olunteer  organizations  use  different  method- 
ologies to  achieve  their  objectix'es.  The  most 
commonK'  cited  methcxls  of  community 
groups  UK  hule  soc  iai  planning,  social  action, 
coinnuinitv  de\ clopincnt,  civic  agency,  lUid 
electoral  and  pressure  group  approaches 
(Boytc  1980;  Perl  man  1976,  1^)79;  Rubin 
and  Ruliin  l^)8(i;  Wandersman  1984). 

One  ditficulty  facing  community  coalitions 
is  that  member  organizations  traditionally 
have  segregated  themselves  into  two  groups: 
volunteer  advocacy-oriented  organizations 
and  nonvolunteer  service-oriented  organiza- 
tions (Cunningham  and  Kt^ler  1983;  VVeisner 
1983).  Despite  their  connectedness  to  and 
understanding  of  community  issues,  volunteer 
organizations  are  difficult  to  include  in  coali- 
tions because  their  organizational  develop- 
ment frequently  is  unlike  a  coalition's  other 
member  organizations.  For  example,  establish- 
ing voluntary  organizations  usually  have 
fewer  resources  than  nonprofit  organizations, 
businesses,  and  governmental  agencies. 

Another  challenge  to  community  coalitions 
is  that  coalition  activities  may  deplete  the 
resources  needed  to  maintain  member  organi- 
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zations,  particularly  voluntary  organizations. 
Coalitions  have  requirements  for  membership, 
such  as  meeting  attendance  and  task  perfor- 
mance. These  requirements  detract  from  the 
already  limited  organizational  capacity  of  vol- 
untary organizations  (O'Sullivan  1977).  The 
resources  of  voluntary  organizations  are  the 
time,  skills,  and  energy  of  community  mem- 
bers. The  circumstances  of  nonvolunteer 
organizations  are  very  different.  For  example, 
establishing  coalition  meeting  times  can  be 
difficult  because  individuals  working  with 
government  agencies,  nonprofit  organiza- 
tions, and  businesses  frequently  meet  during 
the  workday;  whereas  voluntary  organization 
members  usually  meet  in  the  evenings. 

A  great  variety  of  organizations,  with  differ- 
ent purposes,  bases,  and  methods,  exists  with- 
in communities  today;  the  increasing  impor- 
tance of  coalitions  stems  from  the  fact  that 
these  organizations  rarely  can  achieve  social 
change  goals  independently.  Increasingly, 
there  has  been  a  realization  of  the  social  forces 
that  impinge  on  individual,  family,  and  com- 
munity life  (Bronfenbrenner  1979;  Garbarino 
1992).  Effective  health  promotion  and  disease 
prevention  require  a  comprehensive  approach; 
therefore,  a  system  must  be  in  place  to  deliver 
a  variety  of  resources  and  opportunities  to 
individuals — for  example,  transportation, 
education,  health  services,  economic  oppor- 
tunity, social  support,  public  education,  and 
marketing. 

Well-planned  community  coalitions  can  be 
exceptionally  effective  in  health  promotion 
and  disease  prevention  efforts  by  linking  vol- 
untary organizations  such  as  community  orga- 
nizations, unions,  social  and  recreational 
organizations,  block  clubs,  and  churches  with 
hospitals,  social  service  agencies,  schools,  busi- 
nesses, and  governmental  agencies.  Together, 
these  groups  have  a  greater  potential  to 
address  environmental  and  social  conditions, 
can  produce  a  more  comprehensive  approach, 
and  can  provide  greater  access  to  community 
residents.  This  linkage,  if  well  designed,  can 


lead  to  increased  community  ownership  and 
participation  in  health  promotion. 

Cancer  control  coalitions  need  to  address 
three  common  problems  faced  by  all  commu- 
nity organizations  working  on  health  issues 
(Lipsky  and  Lounds  1976).  First,  successful 
involvement  of  people  through  community 
organizations  requires  that  individuals  under- 
stand the  linkage  between  their  organization's 
activities  and  a  fundamental  issue  in  people's 
lives.  When  people  use  the  health  care  system 
infrequently,  it  is  difficult  to  involve  them  in 
health  issues.  Second,  those  most  affected  by 
health  care  issues,  the  elderly  and  the  acutely 
ill,  are  least  able  to  participate  in  community 
activities.  Third,  health  issues  are  extremely 
individualized.  Environmental  and  systemic 
forces  contributing  to  poor  health  are  more 
difficult  to  perceive;  therefore,  it  is  more 
difficult  to  mobilize  broad-based  community 
participation  around  these  issues. 

Research  about  models,  formation,  and 
development  of  coalitions  raises  important 
considerations  for  those  Appalachian  commu- 
nities developing  coalitions  focused  on  cancer 
prevention. 

Models  of  Coalition  Behavior 

Coalition  models  categorize  the  types  of 
organizations  assembled  in  a  coalition  and 
how  those  organizations  relate  to  one  another. 
Most  community  coalitions  can  be  identified 
with  one  of  two  models:  a  horizontal  model, 
which  links  professionals  from  many  agencies 
and  services  within  a  community  to  address 
problems,  and  a  vertical  model,  which  works 
with  multiple  levels,  predominantly  the  grass- 
roots level,  within  a  specific  community 
institution. 

The  Horizontal  Model 

Most  community  coalitions  fit  the  horizon- 
tal model,  as  they  are  composed  of  a  "horizon- 
tal layer"  of  the  community.  The  horizontal 
model  of  community  coalition  frequently 
stresses  collaboration  among  social  service 
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agencies  and  governmental  entities.  The 
strength  of  horizontal  coalitions  is  that  they 
often  draw  top-level  representation  from  mul- 
tiple sectors  of  the  community.  The  horizontal 
model  is  exemplified  in  many  Robert  Wood 
Johnson  Fighting  Back  initiatives  and  in  the 
Center  for  Substance  Abuse  Prevention's 
(CSAP)  CommiinitN  Partnership  Training 
Program.  In  these  coalition  structures,  profes- 
sionals from  a  spectrum  of  community  institu- 
tions and  organizations  participate.  C^SAP  uses 
a  "community  wheel"  (l-'igurc  1 1  to  ck'piel  the 
multisector  institutions  that  would  ideally  he 
represented  in  a  community  coalition. 
Horizontal  coalitions  pull  professionals  and 
leaders  from  many  communit)'  sectors  to 
encourage  collaboration,  thus  facilitating 
innovative  arrangements  between  participants 
for  specific  community  issues.  One  weakness 
of  this  model  is  ihcU  those  most  affected  by 
community  problems  are  not  as  well  repre- 
sented as  is  the  existing  power  structure  of  a 
community.  Horizontal  coalitions  haxe  several 
common  characteristics:  They  focus  on  chang- 
ing systems;  collaboration  is  stressed  at  the 
level  of  "formal"  community  leaders;  organi- 
zational structures  comprise  issue-based  com- 
mittees; and  citizens  are  enlisted  to  assist  in 
defining  and  solving  problems  (Chavis  et  al. 
1993).  In  practice,  however,  citizen  participa- 
tion is  very  limited  in  horizontal  coalitions. 
For  example,  a  recent  study  of  1,650  alcohol 
and  other  drug  abuse  prevention  coalitions 
shows  that  although  47  percent  of  the  coali- 
tions stated  that  running  programs  was 
among  their  proudest  achievements,  only  5 
percent  placed  involving  citizens  as  such  an 
achievement  (Rosenbloom  et  al.  1992). 
Furthermore,  only  35  percent  of  the  coalitions 
studied  reported  involving  representatives  of 
affected  populations  in  the  coalitions. 

Horizontal  community  coalitions  are  com- 
posed of  professionals  within  the  community 
and  often  "do  for"  community  residents 
rather  than  work  with  these  residents.  They 
are  not  unaware  of  or  insensitive  to  the  needs 


lUid  desired  invoKement  ot  community  resi- 
dents, hut  they  are  often  tunctionally  isolated 
from  these  sectors  of  the  community.  C~om- 
munit\'  residents  often  le\el  two  criticisms 
at  horizontal  coalitions,  first,  horizontal 
coalitions  usual l\  iinoKe  community  repre- 
sentatives who  do  not  realK  represent  the 
comnumitN  il  ipsk\  cuul  I  ouiuls  1976). 
(^ommunit\'  residents  often  [lerceive  their 
identified  representati\e  to  be  very  visible 
hut  unrelated  to  the  communit}'.  Second, 
when  communitN'  residents  are  given  the 
o[iportunit\  to  address  horizontal  coalitions, 
the\  leel  intimidated  h\  the  professional  cul- 
ture of  these  coalitions  and  perceive  that  their 
perspecti\es  are  not  realK'  heard  ((ireen  1986). 

The  Vert'uiil  Model 

Vertical  community  coalitions  are  predomi- 
nantly focused  at  the  grassroots  level.  They 
involve  the  constituency  of  an  organization 
or  institution  with  the  supportive  involve- 
ment of  the  organizational  or  institutional 
leaders.  Vertical  coalitions  share  several  com- 
mon characteristics:  Ihey  focus  on  systems 
change;  leaders  are  drawn  from  the  grassroots 
level;  the  key  process  in  developing  the  coali- 
tion is  the  cultivation  of  social  bonding 
among  individuals  within  the  organizational 
or  institutional  setting;  leaders  are  identified 
from  within  each  individual  organization  to 
represent  that  organization  in  the  coalition; 
and  formal  community  leaders  are  enlisted 
for  problem  solution.  One  example  of  a  verti- 
cal coalition  is  the  New  Jersey  Comer  School 
Development  Program.  Parents  work  together 
to  become  involved  in  a  school  and  interact 
as  equal  partners  with  teachers  and  principals 
in  developing  policies  and  priorities  for  their 
children's  educational  environment  (Comer 
1980).  Similarly,  church-based  organizing 
networks — such  as  the  Pacific  Institute  for 
Community  Organization  and  the  Industrial 
Areas  Foundation — are  developing  community 
coalitions  drawn  largely  from  churches.  Work- 
ing predominantly  with  church  parishes  and 
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Figure  1.  Community  wheel 


Source:  Center  for  Substance  Abuse  Prevention,  Community  Partnership  Training  Program. 


congregations,  these  vertical  coalitions  enlist 
the  support  of  religious  leaders  within  the 
active  denominations. 

Vertical  coalitions  are  based  in  community 
institutions;  existing  organizations,  usually 
schools  and  churches,  form  the  basis  of  the 
coalition  because  their  organizational  require- 
ments, which  are  so  important  for  coalitions, 
are  more  developed  than  those  of  most  volun- 
tary organizations.  In  the  case  of  churches,  a 


coalition  can  be  maintained  at  multiple  levels. 
Congregation  members  can  work  with  mem- 
bers of  other  churches,  just  as  pastors  and 
bishops  of  different  churches  can  work  togeth- 
er; the  same  is  true  for  schools.  The  strength 
of  vertical  coalitions  is  that  they  can  tap 
deeply  into  the  grassroots  of  a  community. 
By  utilizing  the  organizational  structure  of  a 
particular  institution,  they  can  develop  the 
organizational  capacity  needed  for  accessing 
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power.  The  weakness  of  these  coalitions  is 
that  even  when  a  coalition  develops  signifi- 
cant power  within  the  community,  it  is  rare 
that  a  coalition  composed  of  a  single  institu- 
tion (e.g.,  schools,  churches)  can  develop 
enough  power  to  address  the  magnitude 
of  the  problems  faced  by  coiniiumities. 

An  Integrated  Model 

A  set  of  principles  has  emerged  in  the  litera- 
ture that  addresses  how  coalitions  can  operate 
most  effectively  within  coninuinitics.  I  his 
body  of  knowledge  draws  on  systems  theory 
to  understand  how  organizations  function 
within  their  environment  (Berrien  1968;  Katz 
and  Kahn  1978).  1  he  application  of  systems 
theory  to  community  coalitions  allows  an 
understanding  of  coalition  phenoniciia  in 
terms  of  input,  throughput,  and  output. 
Systems  theory  suggests  that  community 
coalitions  receive  \'aried  input  from  the 
environment,  that  the  input  is  transtoriiud 
through  the  coalition's  structures  and  func- 
tions, and  that  the  output  then  affects  the 
environment.  Coalitions  iiuist  eonihat  a  ten- 
dency toward  entropy  or  disorder  by  develop- 
ing an  orderly  throughput  that  produces  a 
homeostatic  state  for  the  coalition.  A  produc- 
tive throughput  requires  structural  compo- 
nents of  a  coalition  to  be  linked  functionally 
to  ensure  stable  operation  and  sufficient  resis- 
tance to  entropic  forces.  These  systemic  prin- 
ciples, together  with  features  of  both  the 
horizontal  and  vertical  models,  have  been 
combined  into  an  integrated  model  applied 
in  the  state  of  New  Jersey  (Chavis  et  al.  199,3). 
The  key  principles  of  the  integrated  model  are 
described  below: 

►  Multilevel  infrastructure:  Communities 
function  at  multiple  levels,  such  as  the  state, 
county,  city  or  town,  neighborhood,  and 
block  levels  (Hunter  and  Suttles  1972; 
Janowitz  1952).  However,  different  levels  of 
community  structures  often  operate  indepen- 
dently or  without  support  for  the  efforts  of 
other  levels  of  these  community  structures. 


Different  levels  have  different  functions 
and  responsibilities  that  need  to  be  brought 
together  to  coordinate  their  indi\idual  opera- 
tions. The  more  community  structures  can 
be  integrated  to  address  and  support  the 
mutual  needs  of  other  levels,  the  more 
effective  the  efforts. 

►  Programming  across  the  continuum: 
lo  be  effective,  health  promotion  and  disease 
prevention  initiatives  need  to  be  multifaceted 
and  relatively  comprehensive  (F.riksen  et  al. 
1988).  A  large  number  of  community  institu- 
tions will  have  some  role  in  the  issue's  resolu- 
tion. However,  these  institutions  often  are 
isolated  cuul  res[i(Mul  to  the  issue  from  a  singu- 
lar perspective  rather  than  trom  one  cognizant 
of  how  the  issue  relates  to  other  institutions 
addressing  the  [)roblem.   Coalitions  must 
involve  a  broad  spectrum  of  organizations 
and  institutions  to  culti\'ate  cooperation 
among  institutions  to  address  health  issues 
successfully. 

►  Family-  and  coninuinity-driven  strate- 
gic planning:  Based  on  the  premise  that  all 
conmumitx'  institutions  e.xist  primarily  to 
enhance  the  c]ualit\  ol  lite  tor  iiulix  iduals 
within  the  eomiiuinity.  collaliorative  plan- 
ning is  a  formal  process  used  In  institutions 
to  achieve  this  and  other  goals.  Involving 
institutions  in  community  coalitions  can 
provide  a  forum  capable  of  encouraging  col- 
laborative strategic  planning  that  responds 
to  community  needs  by  making  initiatives 
accountable  to  the  needs  and  aspirations 

of  families  and  neighborhoods. 

The  integrated  model,  based  on  these  princi- 
ples, also  seeks  to  involve  key  aspects  of  both 
the  horizontal  and  vertical  models.  The  inte- 
grated model  involves  representatives  of  busi- 
nesses, nonprofit  organizations,  and  local 
government  as  well  as  members  of  grassroots 
organizations  in  the  coalition.  Traditionally, 
these  two  aspects  of  the  community  have 
been  alienated  from  each  other.  The  integrat- 
ed model  utilizes  an  organizational  structure 
that  acknowledges  this  traditional  fissure.  This 
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acknowledgment  serves  not  to  legitimize  dif- 
ferences but  to  address  the  organizational  dif- 
ferences between  formal  structures  (govern- 
ment and  social  service  agencies)  and  volun- 
tary organizations.  Specifically,  the  integrated 
model  utilizes  two  overarching  strategies:  par- 
allel process  and  the  enabling  system.  Because 
many  voluntary  grassroots  organizations  face 
such  complex  organizational  issues,  they  are 
developed  as  a  coalition  separately  from  the 
service  agencies,  local  government,  and  busi- 
nesses. Simultaneously,  these  formal  or  profes- 
sional organizations  also  are  developed  as  a 
coalition.  This  concurrent  development  repre- 
sents parallel  processes  for  these  differing  lev- 
els of  the  coalition.  Parallel  processes  work  to 
strengthen  the  interorganizational  capacity  of 
both  voluntary  organizations  and  professional 
organizations  until  each  sector  of  the  coalition 
can  contribute  positively  to  the  coalition 
effort.  Parallel  processes  explicitly  recognize 
the  differing  roles  of  staff,  community  leaders, 
and  coalition  members,  but  trainings  are 
developed  to  respond  to  the  roles  and  respon- 
sibilities of  each  person  in  the  coalition 
process.  The  enabling  system  is  a  systematic 
support  strategy  used  to  maintain  and  deve- 
lop large  numbers  of  community  initiatives. 
The  enabling  system  supports  the  parallel 
processes  and  overall  community  coalition 
development  by  providing  consultation, 
training,  network  development,  evaluation, 
and  other  services  to  support  these  efforts 
(Chavis  et  al.  1992). 

The  integrated  model  seeks  to  address  weak- 
nesses in  previous  approaches  by  building  on 
the  strengths  of  each  approach.  The  integrated 
model  is  time-intensive;  however,  because  this 
model  is  structured  to  develop  the  skills  of 
both  sets  of  organizations,  both  sets  of  stake- 
holders have  respect  for  what  each  can  bring 
to  the  table  when  integration  takes  place. 
Whereas  traditional  vertical  coalition  models 
expend  much  energy  in  getting  community 
institutional  representatives  to  address  volun- 
tary organization  members,  the  structure  of 


the  integrated  model  brings  these  different 
levels  of  the  community  together.  Similarly, 
the  horizontal  model  spends  a  great  deal  of 
energy  in  recruiting  community  residents  to 
participate  once  programs  and  strategies  are 
identified.  The  integrated  approach  to  com- 
munity coalitions,  in  contrast,  allows  more 
energy  to  be  spent  in  addressing  coalition  pur- 
poses and  goals  rather  than  in  maintaining 
the  internal  coalition. 

Coalition  Formation 

Many  issues  must  be  considered  in  coalition 
formation,  and  the  literature  provides  impor- 
tant information  on  this  topic.  Coalitions  are 
generally  formed  around  an  issue  or  set  of 
issues  that  are  related  in  some  meaningful  way 
to  a  group  of  individuals.  The  prime  motiva- 
tion for  developing  a  coalition  is  generally 
some  impetus  in  the  environment  (D'Aunno 
and  Zuckerman  1987;  Gray  1987).  Although 
coalition  members  may  have  very  different 
motivations,  they  must  have  some  organiza- 
tional interest  in  joining  the  coalition. 

Recruitment 

Identifying  potential  participants  requires 
a  recruitment  strategy  focused  on  how  the 
goals  of  a  particular  coalition  affect  possible 
coalition  members.  A  sponsoring  committee 
or  small  group  frequently  will  make  initial 
contacts  with  organizations  in  the  community 
to  test  the  interest  in  participating  in  a  partic- 
ular coalition.  Those  building  the  coalition 
must  be  able  to  assess  the  interests  of  commu- 
nity organizations  and  agencies  visited  and 
how  their  interests  relate  to  the  coalition 
(Kahn  1982).  One  pitfall  in  the  recruitment 
process  is  the  belief  that  coalition  members 
must  have  similar  goals  and  philosophies  to 
work  together.  This  is  not  necessarily  the  case; 
very  different  groups  may  work  together  if 
it  is  in  their  organizational  interest.  Indeed, 
some  very  similar  organizations  may  have 
greater  difficulty  working  together  in  a  coali- 
tion because  each  perceives  the  other  as  a 
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threat  to  its  organizational  turt  (Mizrahi  and 
Rosentiial  1992).  Another  caution  in  the  for- 
mation phase  of  coalition  development  is  the 
overlap  in  organizational  and  coalition  goals. 
Agencies  and  organizations  that  perceive 
coalition  activities  as  duplicating  their  own 
existing  programs  (and  thus  competing  with 
them)  not  only  will  withdraw  acti\e  siipjiort 
but  also  may  undermine  the  coalition  forma- 
tion process  (Lindsay  and  Ixiwards  1988).  In 
recruitment  conversations  with  leaders  from 
community  organizations  and  agencies,  spon- 
sors must  articulate  the  unique  needs  a  coali- 
tion could  address  and  liow  iiKinbership  in 
such  a  coalition  is  advantageous  to  each 
particular  organization  or  agency. 

In  addition,  individuals  recruited  to  parti- 
cipate in  the  coalition  must  be  good  leaders 
within  the  organizations  they  represent.  Parti- 
cularly in  relation  to  voluntary  organizations, 
the  selection  process  that  identifies  communi- 
ty representatives  for  a  coalition  often  selects 
individuals  who  speak  the  loudest  and  get 
attention,  without  regard  to  whether  they 
represent  the  community.  In  contrast,  repre- 
sentatives who  demonstrate  leadership  skills 
important  for  successful  coalition  develop- 
ment are  those  who  have  a  constituency; 
they  know  the  stories  of  people  who  live  in 
the  communit}'  and  can  proxide  concrete 
examples  of  how  an  issue  affects  many  fami- 
lies in  the  area.  This  characteristic  ensures 
accountability  between  the  coalition  and 
community  members,  producing  more  sup- 
port for  coalition  efforts.  When  coalition  rep- 
resentatives lack  a  constituency,  alienation 
frequently  occurs  between  the  coalition  and 
community  residents. 

Organizations  and  Coalitions 

One  critical  feature  of  coalitions,  not  often 
explicitly  considered  in  the  coalition  litera- 
ture, is  the  difference  between  an  organization 
and  a  coalition.  An  organization  has  several 
important  characteristics:  a  history,  mecha- 
nisms for  conducting  business  and  making 
decisions,  a  cohesion  or  connectedness  among 


members,  anel  ^i  pattern  or  c\cle  through 
which  all  these  features  untold  and  make 
the  organization  unique.  A  coalition  com- 
prises many  organizations.  1  his  distinction 
is  important  because  difficulty  often  arises 
in  community  coalitions  when  a  coalition 
accepts  entities  for  membership  that  are  not 
truK  full\  operating  organizations.  One  key 
to  success  is  to  build  the  coalition  with  work- 
ing organizations.  Unless  the  organizational 
units  composing  the  coalition  are  de\eloped 
and  operational,  the  coalition  will  spend  a 
great  deal  of  time  focused  on  internally  main- 
taining the  coalition  rather  than  on  develop- 
ing or  acting  on  the  issues  around  which  it 
was  formed. 

I'he  distinction  between  organizations  and 
coalitions  is  especially  critical  to  the  formation 
of  community  coalitions.  Although  communi- 
ty organizations,  which  are  the  basic  building 
blocks  of  coalitions,  may  themselves  be  suc- 
cessful, the  skills  and  techniques  that  make 
these  groups  strong  do  not  necessarily  do  the 
same  for  a  coalition  (Mizrahi  and  Rosenthal 
1992).  The  organizational  health  of  many 
grassroots  organizations  is  precarious  at  best. 
For  example,  voluntar\  organizations  with 
long  histories  often  are  actually  dominated 
by  one  or  two  people.  Although  a  voluntary 
organization  may  be  viewed  as  successful, 
deficiencies  in  organizational  depth  and 
development  may  become  manifest  when 
it  joins  a  coalition.  The  tasks  and  activities 
required  by  membership  in  the  coalition 
may  detract  from  an  organization's  indepen- 
dent activities.  Such  internal  organizational 
problems  clearly  detract  from  the  coalition's 
success.  During  the  process  of  forming  a  coali- 
tion, attention  must  be  given  to  the  organiza- 
tional health  and  capacity  of  potential 
members.  Particularly  with  voluntary  organi- 
zations, problems  will  arise  in  the  course  of 
coalition  involvement.  Sensitivity  to  these 
issues  and  awareness  of  potential  problems 
should  be  considered  in  the  formation  of 
communitv  coalitions. 
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In  addition,  community  coalitions  are 
sometimes  in  danger  of  being  dominated 
by  one  or  two  powerful  organizations.  This 
is  particularly  true  when  a  coalition  includes 
a  member  organization  that  is  dominant  in 
the  community.  A  representative  from  a  large 
business  entity,  a  particularly  eminent  elected 
official,  or  a  lead  agency  with  a  large  budget 
can  impose  a  perspective  on  the  coalition 
that  essentially  controls  the  coalition  agenda. 
These  situations  are  especially  difficult  when 
the  dominant  institution  has  leverage  over 
other  organizations  in  the  coalition.  In  the 
formation  stage,  sponsors  must  remain  sensi- 
tive to  the  fact  that  coalitions  sometimes 
evolve  so  that  this  type  of  power  dynamic 
emerges.  The  relative  power  of  member  orga- 
nizations should  be  considered  carefully 
when  forming  a  coalition.  Sponsors  must 
assess  the  costs  and  benefits  of  invitations  to 
disproportionately  powerful  organizations. 

Leadership 

Identifying  good  leadership  when  forming  a 
community  coalition  is  both  difficult  and 
important.  The  goal  of  identifying  coalition 
leadership  is  to  find  individuals  who  can  set 
aside  their  immediate  organizational  interests 
for  the  good  of  the  coalition.  Leaders  must  be 
sensitive  to  the  dynamics  that  can  emerge  in 
community  coalitions,  such  as  power  distribu- 
tions, turf  issues,  and  conflicts  between  orga- 
nizational and  coalition  interests.  Coalitions 
need  leaders  who  can  be  sensitive  to  these 
problems  yet  articulate  the  coalition's  vision 
and  potential  for  success  when  member  orga- 
nizations work  together. 

Roles  and  Responsibilities 

Clarity  of  purpose  is  especially  key  for  com- 
munity coalitions  to  develop  the  trust  and 
cooperation  that  is  needed  to  address  change 
issues  effectively  (Katz  and  Kahn  1978).  A  mis- 
sion statement  and  specific  objectives  and 
tasks  for  reaching  those  objectives  can  be  very 
important.  Limiting  the  number  of  objectives 


and  activities,  particularly  at  the  outset  of 
coalition  formation,  is  also  important.  It  is 
often  helpful  to  have  successes  early  in  a  coali- 
tion so  that  member  organizations  remain 
hopeful  and  invested. 

Role  clarification  is  important  in  communi- 
ty coalitions  that  include  members  from  both 
the  professional  and  the  grassroots  levels  of  a 
community.  When  responsibilities  and  expec- 
tations are  not  explicit,  professional  domi- 
nance often  emerges.  As  discussed  earlier  in 
this  chapter,  community  residents  in  many 
coalition  settings  report  feeling  intimidated  by 
the  professional  atmosphere;  when  residents 
do  contribute  to  the  process,  they  often  feel 
they  are  not  really  heard.  If  roles  and  responsi- 
bilities are  clarified  in  the  formation  stage  of 
coalition  development,  this  problem  can  be 
overcome  early  and  the  expectation  that 
everyone  should  contribute  to  the  coalition 
will  be  better  accepted. 

Coalition  Maintenance 

There  is  some  question  regarding  when  a 
coalition  transforms  from  the  formation  stage 
to  the  maintenance  stage.  It  is  clear  that  main- 
tenance can  occur  no  sooner  than  the  point  at 
which  member  organizations  come  together 
to  assess  costs  and  benefits  of  membership 
(Roberts-DeGennaro  1986).  At  the  other 
extreme,  formation  of  a  coalition  may  be 
motivated  by  an  external  source  such  as  a 
governmental  requirement  for  funding.  In 
this  case,  maintenance  may  be  considered 
to  start  after  funding  has  ceased. 

Coalition  maintenance  is  the  biggest  chal- 
lenge for  coalitions.  Particularly  as  coalitions 
respond  to  changes  in  their  environment, 
their  internal  structures  must  reflect  these 
new  changes.  Although  it  is  relatively  easy 
for  a  coalition  to  recognize  and  acknowledge 
changing  circumstances,  taking  steps  to 
respond  to  changes,  such  as  altering  internal 
processes  and  relationships  among  coalition 
members,  is  a  daunting  challenge. 
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Coalition  Management 

Once  a  coalition  has  been  formed,  manag- 
ing it  may  appear  relatively  easy.  Management 
will  be  necessary  to  react  to  problems  and  dif- 
ficulties that  inevitably  arise.  However,  man- 
agement also  must  consider  proactively  the 
assumptions  by  which  the  coalition  was 
formed  to  see  whether  they  are  still  applicable 
given  changing  environmental  circumstances. 
This  process  is  key  to  coalition  maintenance. 
Benson  and  colleagues  (1973)  ha\e  identified 
four  factors  associated  with  coalition  iiuiiiUc- 
nance:  (1)  domain  consensus,  focusing  on  the 
scope  of  the  coalition;  (2)  ideological  consen- 
sus, addressing  the  methods  of  achieving 
goals;  (3)  work  coordination,  representing 
the  activities  and  production  ot  the  coalition; 
and  (4)  evaluation,  representing  the  shared 
judgments  on  the  coalition's  work  quality. 
These  factors  must  be  balanced  in  tlie  coali- 
tion maintenance  stage.  Although  each  factor 
will  have  been  addressed  during  coalition  for- 
mation, each  aspect  of  the  coalition  must  be 
reviewed  continually  to  adjust  to  changing 
circumstances. 

Dynamic  Tensions 

Mizrahi  and  Rosenthal  (1992)  have  identi- 
fied four  dynamic  tensions  that  must  be  bal- 
anced to  maintain  coalitions.  First,  mixed 
loyalties  address  the  dual  commitment  of  indi- 
vidual coalition  participants — to  the  coalition 
and  to  the  organization  they  represent.  This 
tension  can  be  especially  difficult  for  member 
organizations  that  have  organizational  goals 
that  are  similar  to  those  of  the  coalition, 
which  may  result  in  feelings  of  competition 
for  scarce  resources.  Second,  autonomy  versus 
accountability  represents  the  need  for  coali- 
tions to  take  independent  action  on  issues 
requiring  immediate  action.  This  indepen- 
dence may  create  problems  with  member 
organizations  that  believe  the  coalition  is 
no  longer  accountable.  Third,  means  versus 
model  addresses  the  purpose  of  the  coalition. 


whether  it  is  to  achieve  a  social  change  goal — 
a  means — or  to  achieve  interorganizational 
relations  and  coordination — a  model.  The 
longer  a  coalition  exists,  the  more  likely  it  is 
to  be  viewed  as  a  model.  Fourth,  the  tension 
between  diversity  and  unity  focuses  on  the 
need  for  coalitions  to  balance  their  sources 
of  strength.  Diversity  stems  from  the  broad 
base  of  support  and  participation  that  coali- 
tions harness,  and  unity  is  represented  in  the 
power  that  comes  from  organizations  working 
together  in  a  focused  manner. 

Coalition  Stnictiiring 

Gray  ( 1987)  describes  a  process  model  for 
understanding  the  three  stages  through  which 
a  coalition  evolves:  problem  setting,  direction 
setting,  and  structuring.  The  structuring  phase 
focuses  on  creating  long-term  structures  for 
the  coalition's  collaboratixe  activities. 
Structuring  is  the  key  stage  of  coalition  main- 
tenance, cUkI  success  in  this  phase  is  based 
on  several  [principles.  First,  interdependence 
works  to  maintain  a  coalition.  As  coalition 
members  recognize  their  dependence  on  each 
other,  communication  is  increased,  which 
serves  to  hold  the  coalition  together.  Second, 
redistribution  of  power  occurs  during  the 
structuring  [ihase  of  coalition  maintenance. 
Although  it  is  best  if  power  is  widely  dispersed 
during  the  formation  state  of  coalition  devel- 
opment, this  is  not  the  case  in  the  mainte- 
nance stage.  Power  is  redistributed  to  realign 
both  power  and  responsibility  within  the 
coalition.  Ihc  rationale  of  power  redistribu- 
tion should  be  based  on  the  long-term  goals 
of  the  coalition  and  must  be  sensitive  to  issues 
of  trust  and  benefits  to  coalition  members 
who  are  giving  up  power  (Gray  1987).  Third, 
geographic  proximity  is  identified  as  a  princi- 
ple influencing  the  structuring  phase  of  coali- 
tion maintenance.  Whereas  geographic 
dispersion  increases  the  cost  of  collaboration, 
geographic  proximity  enhances  and  supports 
the  maintenance  of  coalitions. 
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Coalition  Benefits 

To  maintain  a  coalition  at  any  point,  the 
benefits  of  membership  must  outweigh,  or  at 
least  equal,  the  costs  (Prestby  et  al.  1990).  The 
benefits  that  organizations  may  receive  from 
joining  a  coalition  are  often  intangible,  and 
this  is  particularly  the  case  for  organizations 
working  for  social  policy  changes.  Neverthe- 
less, benefits  exist,  such  as  media  and  public 
attention,  perceptions  of  power  and  influence, 
and  growth  in  an  organization's  membership 
and  budget  (Miller  1983). 

The  division  of  benefits  can  be  very  impor- 
tant. Methods  for  determining  which  organi- 
zations receive  the  credit  for  organizational 
activities  should  be  explicit  in  coalitions. 
However,  the  process  of  explicitly  addressing 
how  credit  will  be  divided  can  be  a  source  of 
tension.  Coalitions  require  trust  and  coopera- 
tion among  member  organizations.  Too  much 
attention  to  dividing  benefits  prior  to  per- 
forming the  work  can  destabilize  a  cooperative 
atmosphere  and  detract  from  actual  task  per- 
formance. Ignoring  potential  benefits  also  can 
feed  an  unhealthy  skepticism  and  destroy 
trust.  Solutions  to  this  problem  require  distrib- 
uting benefits  broadly,  particularly  early  in  the 
coalition's  development.  As  time  passes  and 
successful  efforts  mount,  both  the  need  to  dis- 
tribute benefits  and  the  trust  to  discuss  them 
more  openly  will  be  possible. 

Another  potential  problem  related  to  bene- 
fit distribution  is  the  separation  of  coalition 
activities  from  member  organization  activities. 
This  is  especially  true  for  member  organiza- 
tions that  have  very  similar  goals  to  the  coali- 
tion. Clear  articulation  of  entities  responsible 
for  activities  should  be  made,  particularly 
public  recognition  of  success. 

Considerations  for 
Participatory  Coalitions 

Coalitions  are  very  complex  structures,  but 
they  are  increasingly  necessary  when  consider- 
ing the  social  problems  faced  by  communities 
today.  Strong  coalition  structures  are  necessary 


to  develop  successful  community  coalitions 
to  control  cancer  in  Appalachia. 

Participation 

Broad  participation  by  citizens  and  their 
major  institutions  is  important  for  cancer  pre- 
vention and  control  efforts.  Because  those 
individuals  who  are  most  at  risk  for  develop- 
ing cancer  are  often  those  most  difficult  to 
reach,  mechanisms  for  reaching  these  popula- 
tions are  of  critical  importance.  For  this  rea- 
son, voluntary  organizations  (e.g.,  churches, 
unions,  schools,  4-H  clubs,  workplaces)  must 
be  involved  in  cancer  control  coalitions. 

Voluntary  organizations  provide  the  best 
mechanism  for  reaching  at-risk  populations; 
however,  only  a  small  proportion  of  this  tar- 
get group  is  directly  reached  by  these  kinds 
of  organizations.  One  factor  that  increases 
an  individual's  risk  in  the  first  place  is  not 
being  connected  to  others  in  the  community 
(Hawkins  and  Catalano  1992).  Nonetheless, 
voluntary  organizations  can  indirectly  access 
this  at-risk  target  population.  This  is  because 
many  individuals  who  participate  in  churches, 
parent-teacher  organizations,  block  clubs,  and 
the  like  do  come  into  contact  with  those  most 
isolated  from  the  community.  In  this  way, 
through  indirect  interpersonal  contact,  volun- 
tary organizations  reach  out  to  the  breadth 
and  depth  of  a  community.  This  strength  of 
grassroots  organizations  makes  them  essential 
to  cancer  control  coalitions. 

Although  interpersonal  contact  can  be 
made,  involvement  of  the  at-risk  population 
is  by  no  means  assured.  Two  factors  optimize 
the  potential  for  an  individual's  involvement 
in  coalitions:  interpersonal  relationships  and 
motivation.  First,  if  a  member  of  the  volun- 
tary organization,  or  any  member  of  the  com- 
munity, has  a  relationship  with  someone,  that 
relationship  can  effect  participatory  behavior. 
Second,  individual  motivation  must  be  based 
on  something  of  value  to  the  potential  partici- 
pant. People  act  out  of  their  own  interests; 
immediate,  concrete,  specific  needs  are  the 
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motivation  for  action.  Just  as  voluntarN  orga- 
nizations are  successful  to  the  extent  tiiat  they 
address  issues  of  interest  to  community  mem- 
bers, health  care  coalitions  must  do  the  same. 
Community  coalitions  must  address  the  spe- 
cific, concrete,  and  immediate  needs  of  their 
at-risk  populations. 

The  evolution  of  thinking  about  participa- 
tion, particularly  as  it  relates  to  health  promo- 
tion, has  been  described  by  Green  (1986)  as 
an  older  perspective  that  viewed  citizen 
involvement  as  "cooperation"  uitli  centrally 
controlled  programs.  Specifically,  health  edu- 
cation (paralleling  the  critique  of  citizen  par- 
ticipation in  horizontal  coalitions)  stressed 
teaching  people  to  follow  instructions  and  tt) 
make  use  of  centrally  planned  services.  Over 
time,  health  educators  and  health  promotion 
initiatives  recognized  the  need  for  mow  nK'aii- 
ingful  participation  and  control  of  health  care 
issues.  In  addition,  health  care  professionals 
realized  that  organizations  and  agencies  out- 
side the  health  field  were  needed  in  the  pro- 
motion of  health,  particularly  organizations 
addressing  quality  of  life  and  economic  dc\el- 
opment.  Green  (1986)  also  describes  the  cur- 
rent perspective  on  participation  in  health 
promotion  as  operating  on  a  principle  requir- 
ing the  involvement  of  individuals  in  dehning 
problems,  prioritizing  needs,  controlling  solu- 
tions, and  evaluating  progress. 

Although  many  features  of  this  current 
perspective  on  health  promotion  have  been 
addressed  previously  in  this  chapter,  methods 
of  citizen  involvement  in  evaluating  progress 
may  be  particularly  helpful  in  the  develop- 
ment of  Appalachian  cancer  control  coali- 
tions. Participatory  research  is  an  approach 
to  evaluation  that  involves  the  many  mem- 
bers of  a  coalition  in  evaluation  design  and 
interpretation  (Chavis  et  al.  1983;  Ketterer  et 
al.  1980).  Within  community  coalitions,  com- 
mittees provide  a  helpful  structure  promoting 
participatory  evaluation.  For  example,  an  eval- 
uation committee  can  operate  with  represen- 


tatives from  many  levels  of  the  coalition  (e.g., 
leadership,  organizational  members,  staff)  pro- 
viding input  to  the  evaluation  design  to 
ensure  that  the  exaluation  provides  useful 
information  to  all  parties  involved.  The  most 
important  feature  of  panic  iptitory  research  is 
that  coalition  iiieinhers  recei\e  a  frequent 
and  steady  feedback  of  information  about 
coalition  processes  and  impacts  so  that  this 
information  can  inform  coalition  decisions 
(Ketterer  et  al.  1980).  Evaluation  findings 
should  be  tailored  to  indi\  idual  audiences 
to  ensure  (lie  uscliiliiess  of  the  information. 
The  use  ot  participatory  evaluation  in 
.Appalachian  cancer  control  coalitions  may 
assist  in  the  coalition's  development  and 
support  broad  participation. 

(  hiillcn,\;i's  to  Health  (on  lit  ions 

tommunits'  health  promotion  and  disease 
prevention  coalitions  face  several  challenges. 
The  health  care  issue  is  dominated  by  health 
professionals;  consequentK,  individuals  often 
have  a  passive  orientation  to  their  own  health 
status.  Therefore,  involving  individuals  in 
pre\enti\e  health  care  presents  a  difficult 
challenge. 

One  challenge  to  community  coalitions 
involved  in  health  promotion  is  that  they 
must  address  the  needs  of  the  at-risk  popula- 
tions they  serve.  However,  these  populations 
often  perceive  themselves  as  having  much 
more  immediate  needs  than  cancer  preven- 
tion and  screening.  Much  knowledge  exists 
on  how  to  prevent  and  detect  cancer  early, 
and  community  coalition  literature  can  opti- 
mize methods  of  reaching  at-risk  populations. 
Nonetheless,  the  challenge  that  health  pro- 
motion coalitions  must  address  is  how  to 
involve  individuals  in  cancer  control  once 
they  have  been  reached.  Perhaps  the  most 
effective  strategy  for  involving  individuals 
in  health  care  coalitions  is  to  have  coalitions 
focus  on  the  needs  of  at-risk  populations. 
This  strategy  is  based  on  coalitions  addressing 
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the  primary  needs  of  at-risk  populations — 
needs  other  than  health  issues — and  address- 
ing cancer  prevention  and  control  activities 
only  secondarily. 

As  discussed  earlier,  coalitions  focused  on 
health  care  issues  must  be  aware  of  the  chal- 
lenges faced  by  coalitions  stressing  communi- 
ty participation  in  health  promotion.  First, 
the  infrequent  use  of  the  health  care  system 
makes  it  difficult  to  mobilize  the  community 
around  health.  Second,  those  most  often 
affected  by  health  care  issues,  such  as  the 
elderly  and  the  acutely  ill,  are  those  least 
able  to  participate  in  a  coalition.  Third,  the 
factors  in  the  environment  and  health  care 
system  that  contribute  to  poor  health  are 
difficult  to  perceive,  particularly  around 
the  issue  of  health  care. 


Conclusion 

Despite  these  and  other  difficulties  men- 
tioned, community  coalitions  organized  for 
health  care  issues  can  be  successful.  The  issues 
discussed  in  this  chapter  reflect  challenges 
rather  than  obstacles  to  forming  and  develop- 
ing community  coalitions.  By  considering 
these  issues  throughout  the  course  of  coalition 
development  and  continually  reflecting  on 
the  principles  articulated,  cancer  prevention 
and  control  coalitions  in  Appalachia  offer  a 
promise  of  success. 
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Action  Steps 


1.  Research  additional  coalition  models 
and  study  the  ways  in  which  community- 
based  coalitions  are  formed  and  struc- 
tured and  how  they  function. 

2.  Develop  coalitions  with  members 
from  diverse  local  community  groups. 

Be  sure  that  coalition  members  have  links 
to  all  organizations  and  groups  essential 
to  the  successful  implementation  and 
conduct  of  coalition  activity. 

3.  Recognize  the  different  categories  of 
coalition  member  organizations,  especial- 
ly advocacy-oriented  organizations  and 
service-oriented  organizations. 

4.  Be  realistic  about  the  time  and  effort 
coalition  members  can  devote  to  coali- 
tion efforts. 

5.  Create  linkages  of  coalition  members 
with  hospitals,  schools,  businesses,  social 
service  agencies,  and  government  agen- 
cies to  better  address  local  adverse  envi- 
ronmental and  social  conditions;  design 

a  more  comprehensive  approach;  provide 
greater  access  to  community  residents; 
and  increase  community  ownership  and 
participation  in  coalition  activities. 

6.  Keep  in  mind  the  context  factors  of 
any  cancer  prevention  and  control  coali- 
tion, including  increasing  utilization  of 
the  health  care  system,  enabling  elderly 
and  acutely  ill  persons  to  access  commu- 
nity resources,  and  identifying  the  envi- 
ronmental and  systemic  forces 
contributing  to  poor  health. 

7.  When  recruiting  coalition  members, 
clearly  articulate  the  unique  needs  your 
coalition  seeks  to  address,  focus  on  how 


its  goals  affect  prospective  coalition  mem- 
bers, and  identify  the  benefits  of  coalition 
membership  to  each  particular  organiza- 
tion or  agency. 

8.  Recruit  coalition  members  who  know 
the  stories  and  histories  of  people  who 
live  in  the  community  and  who  have  an 
indepth  knowledge  of  how  certain  issues 
affect  the  residents  of  the  area. 

9.  Consider  the  stability  and  capacity 
of  the  organizations  that  coalition  mem- 
bers represent.  Be  sensitive  to  resource 
constraints  such  as  staff,  equipment, 
and  budget  levels.  Be  aware  that  different 
levels  of  participation  can  result  from 
different  amounts  of  resources. 

10.  Identify  coalition  leaders  who  are 
able  to  deal  effectively  with  problems 
such  as  distribution  of  power,  turf  issues, 
and  conflicts  of  interest  or  who  have 
unique  skills  such  as  the  ability  to  articu- 
late and  share  the  coalition's  vision  and 
potential  for  success. 

11.  Clearly  define  the  coalition's  pur- 
pose and  member  roles  to  build  the  trust 
and  cooperation  necessary  to  address 
issues  effectively. 

12.  Make  clear  initially  and  continue 
to  review  the  four  factors  of  coalition 
maintenance:  domain  consensus,  ideolog- 
ical consensus,  work  coordination,  and 
evaluation. 

13.  Use  coalitions  to  identify  the  needs 
of  the  at-risk  populations  they  serve. 

14.  Involve  the  at-risk  populations  in 
cancer  prevention  and  control  efforts. 
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CHAPTER    9 


Lessons  From  Other 

Coalition-Based  Programs 

of  the  National  Cancer  Institute 

fmiith  Swiin  and  Karen  I'laini  Goss 


Introduction 

This  chapter  reviews  the  coalition  experi- 
ence of  the  National  Cancer  Institute  (NCI) 
programs  in  cancer  prevention  and  control. 
Its  purpose  is  to  highlight  recent  activities 
that  have  used  coalitions  and  point  out 
promising  avenues  of  approacii  for  this  type 
of  research  application.  The  experience  covers 
an  array  of  variants  that  come  under  the  defi- 
nition of  "coalition,"  from  physician  networks 
to  industry  partnerships  to  citizen  groups.  The 
goals  set  by  these  associations  ha\'c  varied  as 
well.  Because  most  of  the  projects  that  involve 
coalitions  were  ongoing  at  the  time  of  the 
chapter's  preparation  and  the  results  of  their 
efforts  largely  unpublished,  the  authors  con- 
ducted interviews  with  the  NCI  staff  members 
who  serve  as  program  managers  for  these 
projects  to  gain  their  views  of  coalition 
formation  and  maintenance.  In  addition, 
several  draft  reports  of  coalition  activities 
were  made  available  by  the  project  personnel 
to  provide  general  information  on  coalitions 
and  community  mobilization.  Formal  evalua- 
tions of  most  of  these  coalitions  have  not  yet 
been  completed. 

In  addition  to  NCI,  many  other  funding 
sources  support  coalition-based  programs 
that  target  cancer.  Among  the  largest  of  these 
are  the  American  Cancer  Society  (ACS)  and 
the  Centers  for  Disease  Control  and 
Prevention.  As  with  the  NCI  programs,  most 
are  directed  at  achieving  the  Healthy  People 


2000  (U.S.  Department  of  Health  and  Human 
Services  1991)  objectives  as  described  in 
Chapter  6  of  this  volume.  NCI  initiatives  are 
highlighted  in  this  chapter  to  facilitate  the 
reader's  view  of  the  coalitions  as  a  part  of  the 
cancer  control  research  paradigm,  an  orderly 
process  that  moves  scientific  discoveries  from 
the  laboratory  to  clinical  trials  to  community 
application,  as  described  below. 

Later  in  the  chapter,  examples  are  presented 
of  NCI-supported  projects  that  have  involved 
coalitions.  Some  projects  included  groups  of 
people  who  agreed  on  certain  goals  and 
formed  coalitions  to  bring  about  change;  their 
experiences  are  relevant  to  the  coalition  mod- 
els. Because  these  have  largely  been  research 
efforts  and  therefore  somewhat  proprietary  in 
nature,  interactions  among  projects  have  been 
limited,  except  where  noted  in  the  discussion 
t licit  follows.  As  previously  stated,  the  NCI 
projects  remain  substantially  unpublished 
because  of  their  relatively  recent  inception. 
This  chapter  represents  a  preliminary  gather- 
ing of  evidence  to  provide  an  impression  of, 
and  some  insights  into,  the  use  of  coalitions 
to  accomplish  research  goals  and  apply 
research  results. 

Coalition  Models  at  NCI — Rationale 

In  recent  years,  coalitions  have  become  inte- 
gral to  many  of  NCI's  efforts  in  cancer  control 
research.  Although  the  earliest  organized  can- 
cer control  efforts  in  the  United  States  were 
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led  by  the  surgeons  who  confronted  cancer 
daily  (Breslow  et  al.  1977),  the  recent  pressures 
for  greater  advancements  and  their  wide- 
spread application  have  come  more  from  pub- 
lic health  practitioners,  patient  advocates,  and 
grassroots  organizations.  The  theory  and  prin- 
ciples behind  the  practice  of  coalition  building 
are  described  by  Speer  and  Chavis  (this  vol- 
ume); in  addition,  NCI's  reasons  for  including 
this  activity  as  part  of  its  research  agenda  can 
be  followed  in  its  interactions  with  Congress 
over  the  years. 

Congress  emphasized  the  Institute's  cancer 
control  aspects  with  passage  of  the  National 
Cancer  Act  in  1971,  which  was  amended  in 
1974  to  authorize  a  separate  amount  of  fund- 
ing for  these  activities  to  highlight  their  signif- 
icance. Some  of  the  first  initiatives  developed 
in  the  early  1970s  were  community-based  can- 
cer control  programs.  However,  the  emphasis 
for  years  remained  on  basic  and  clinical  sci- 
ence as  new  discoveries  were  pursued  and  con- 
tinuing commitments  for  ongoing  research 
were  met.  Over  the  past  decade,  NCI  has 


strongly  emphasized  the  development  of 
research  application  programs,  beginning 
with  its  tobacco  control  programs.  The  impe- 
tus came  from  the  recognition  that  advances 
in  medical  technology  and  public  health  were 
too  slow  in  reaching  physicians,  patients,  and 
the  general  population,  a  concern  reiterated 
by  Congress  in  authorizations  that  have  suc- 
ceeded the  National  Cancer  Act  and  echoed 
the  1974  law: 

The  Director  of  the  [National  Cancer]  Institute 
shall  establish  and  support  demonstration, 
education,  and  other  programs  for  the  detection, 
diagnosis,  prevention,  and  treatment  of  can- 
cer....Programs  established  and  supported 
under  this  section  shall  include .. .locally  initiat- 
ed educational  and  demonstration  programs 
{and  regional  networks  of  such  programs)  to 
transmit  research  results  and  to  disseminate 
information  respecting... the  detection,  diagno- 
sis, prevention,  and  treatment  of  cancer... 
{Public  Health  Service  Act,  Section  412,  1993, 
pp.  284-285). 
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In  the  years  following  the  mandate  of  the 
National  Cancer  Act,  Dr.  Peter  Greenwald, 
director  of  NCI's  Division  of  Cancer 
Prevention  and  Control  (DCPC),  further 
developed  the  concept  of  cancer  control 
research  by  describing  it  in  a  logical  stepwise 
fashion,  based  on  a  scientific  framework  and 
methodology.  In  a  landmark  paper  delineating 
the  process,  the  authors  stated: 

Until  the  1980s,  cancer  control  was  not  defined 
in  terms  of  research,  hut  ahnost  exchtsively  as 
a  "denionstrational"  program.  This  approach 
inipUed  that  effective  intervention  nwthodolo- 
gies  existed  wheti  in  fact  they  often  were  not 
available  or  were  still  under  development.  The 
flexibility  and  creative  thitikinx  characteristic 
of  the  bionicilicid  research  process  nuist  he  pre- 
senx'd,  but  other  consiileriitions  associated 
with  research  on  human  interventions — efficacy, 
costs,  safety,  and  ethical  issues — support  the 
need  for  well-defmed  process  (Greenwald  et  al. 
1987,  p.  393). 

Dr.  Greenwald's  scientific  logic  for  cancer 
control  research  paralleled  the  continuum  of 
clinical  research,  emanating  from  laboratory 
or  epidemiological  evidence  and  proceeding 
through  an  orderly  sequence  of  five  phases; 

►  Phase  1 — hypothesis  formation  for  cancer 
control  strategies  beginning  with  a  systematic 
review  of  existing  data  and  information; 

►  Phase  II — identification  and  development 
of  intervention  tools  and  research  methods; 

►  Phase  III — controlled  efficacy  studies 
in  selected  groups  of  individuals; 

►  Phase  IV — studies  in  defined  populations 
to  determine  the  potential  benefits  for  demon- 
strations in  large  populations;  and 

►  Phase  V — demonstration  and  implementa- 
tion studies.  There  is  a  decision  point  at  the 
end  of  each  phase  to  determine  whether  the 
results  indicate  proceeding  to  the  next  phase. 
As  the  process  moves  ahead,  information  is 


fed  back  to  help  researchers  refine  their  course 
according  to  the  effectiveness  of  the  strategies. 
This  approach  ensures  that  only  proven  strate- 
gies will  reach  the  implementation  phase  and 
gives  priority  not  only  to  cancers  deemed  to 
be  causing  the  greatest  burden  but  also  to 
interventions  that  have  demonstrated  efficacy 
and  are  ready  for  widespread  application. 
These  steps  in  the  decision-making  process  are 
summarized  in  Figure  1. 

It  is  apparent  from  this  schema  that  the 
coalition  fits  into  the  latter  phases  and  can 
help  to  bridge  the  gap  from  scientific  valida- 
tion to  nationwide  dissemination  of  cancer 
control  information  and  application.  In  addi- 
tion, it  can  provide  fertile  ground  for  hypothe- 
sis generation  in  the  process  of  developing 
more  targeted  application  methodologies.  The 
information  presented  in  this  chapter  is  part 
of  the  feedback  process  described  above. 
Although  the  experience  varies  within  NCI 
because  of  the  disparate  types  of  coalitions 
formed  and  the  various  time  periods  over 
which  they  have  been  active,  similar  patterns 
reappear  throughout. 

The  following  summary  describes  the  pro- 
gram goals,  successes,  and  pitfalls  in  the  for- 
mation and  continuing  support  of  coalitions, 
which  may  be  applicable  to  the  efforts  that 
will  be  undertaken  for  the  Appalachia 
Leadership  Initiative  on  Cancer  (ALIO.  The 
project  descriptions  are  summarized  from  the 
1992  Annual  Report  of  the  Division  of  Cancer 
Prevention  and  Control  (National  Cancer 
Institute  1992a)  or  the  1992  Report  of  the 
Special  Action  Committee  (National  Cancer 
Institute  1992b).  They  are  not  intended  to  be 
totally  inclusive  of  the  work  supported  by  NCI 
but  to  be  a  representative  sample  of  the  most 
visible  projects  that  have  utilized  the  coalition 
approach  to  cancer  control.  This  chapter  is 
not  intended  to  present  the  results  of  their 
interventions,  which  is  the  prerogative  and 
responsibility  of  the  project  investigators. 
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FIGURE  1.  Phases  of  cancer  control  research 
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Source:  Adapted  from  Greenwald  et  al.  1987. 


Examples  of  Coalition  Models  at  NCI 

Control  of  Tobacco  Use — 

Some  of  the  Oldest  NCI  Coalitions 

Some  of  NCI's  early  work  involving  coali- 
tions arose  from  its  Smoking,  Tobacco,  and 
Cancer  Program  (STCP),  whose  leaders  realized 
early  on  that  the  federal  sector  alone  could 
not  begin  to  approach  the  national  goal  of  a 
smoke-free  society  by  the  year  2000 
(Greenwald  1990).  The  NCI  coordinator  of 
STCP,  the  late  Joseph  W.  Cullen,  Ph.D.,  spear- 
headed the  development  of  an  aggressive  plan 
of  research  involving  Phase  II  and  Phase  III  tri- 
als to  test  various  tobacco  control  methods 
and  strategies  in  selected  populations.  As  a 
result  of  these  trials,  investigators  found  that 
simple  steps  applied  broadly  were  effective, 
such  as  physicians  and  dentists  advising  their 
smoking  patients  to  quit  and  helping  them 
through  local  cessation  programs.  Small  inter- 
ventions for  large  populations,  including  the 
use  of  media  to  discourage  smoking,  proved 
more  useful  that  the  development  of  new  and 
unusual  technologies  for  bringing  about 
behavior  modification  (Cullen  1990). 
Consensus  meetings  of  trial  investigators  were 
held  to  synthesize  the  essential  determinants 
of  successful  antismoking  interventions.  From 
this  synthesis,  the  logic  of  the  cancer  preven- 
tion and  control  phases  led  to  the  develop- 
ment of  COMMIT,  the  largest  smoking 
intervention  trial  in  the  world. 

Commit 

The  Community  Intervention  Trial  for 
Smoking  Cessation  (COMMIT)  directly 
involves  some  2  million  people — and  indirect- 
ly millions  more.  According  to  the  process 
described  above,  this  is  a  Phase  IV  trial  with 
the  specified  target  population  of  heavy  smok- 
ers (defined  as  persons  smoking  more  than  25 
cigarettes  per  day).  Its  design  includes  11  pairs 
of  communities  in  the  United  States  and 
Canada  matched  for  size,  population  charac- 
teristics, and  location.  Implemented  in  1988 
after  2  years  of  planning,  COMMIT  has  been 
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testing  the  effectiveness  of  community-based 
interventions  in  decreasing  smoking  and, 
more  specifically,  whether  the  implementa- 
tion of  a  defined  intervention  protocol,  deliv- 
ered through  community  organizations  with 
limited  external  resources,  would  result  in  d 
"quit  rate"  among  heavy  smokers  o\  at  least  10 
percentage  points  greater  than  in  the  compari- 
son communities  that  did  not  receive  inter- 
vention. The  overall  goals  of  the  trial  have 
been  to  increase  the  priority  of  smoking  as  a 
public  health  issue,  improve  the  community's 
ability  to  modify  smokinj;  hcluix  ior,  increase 
the  influence  of  existing  polit\  diul  Lcononiii. 
factors  that  discourage  smoking,  and  increase 
the  prevalence  of  social  norms  and  \  alues  that 
support  nonsmoking.  Results  from  previous 
intervention  trials  provided  numerous  strate- 
gies for  the  COMMir  protocol,  the  most 
promising  being  offered  tlirou.'^h  physicians 
and  dentists,  mass  media,  worksites,  commu- 
nity organizations,  and  communit\"  telephone 
hotlines.  Table  1  lists  the  areas  ot  em[)hasis 
and  examples  of  COMMIT  interventions. 

To  standardize  the  interxentions  as  much  as 
possible  and  to  achieve  meaningful  compari- 
son between  intervention  and  comparison 
communities,  COMMIT  investigators  adopted 
a  protocol  of  required  activities  with  definite 
goals  and  measurable  process  outcomes. 
Execution  of  the  protocol  required  the  tornia- 
tion  of  partnerships  with  comnuinities  and 
the  establishment  of  a  community  board  and 
several  task  forces  for  each  intervention  site. 
Initiation  of  community  action  and  planning 
for  implementation  were  the  responsibility  of 
the  local  board,  which  adapted  the  protocol's 
mandated  activities  to  their  community. 
Board  members  included  health  care 
providers,  hospital  directors,  media  experts, 
representatives  from  voluntary  health  organi- 
zations, and  community  business  leaders.  The 
board  provided  the  interface  between  the  trial 
investigators  and  the  community  and  deter- 
mined which  resources  were  needed  to  carry 
out  the  protocol.  Members  of  the  board  were 


chosen  by  the  trial  investigator  together  with 
a  core  group  of  comnuinit\  leaders,  based  on 
an  extensive  pretrial  community  analysis.  This 
analysis  included  not  only  an  assessment  of 
smoking  patterns  and  potential  intervention 
channels  but  also  a  stud\'  of  community  orga- 
nizations <ind  kvidcrship,  political  structure, 
and  tultiiral  (.limate.  loaxoid  pri'iiiature 
mobilization,  information  was  gathered  large- 
ly from  secondary  sources  (National  Cancer 
Institute  1991).  Eventually,  the  board  mem- 
bers added  leverage  to  the  protocol  through 
tiK'ir  own  promotion  ot  its  health  goals  and 
recruitment  ot  .uklitional  eoalition  members. 
As  time  went  on,  tin-  investigators  were  able 
to  make  adjustments  that  improved  the  adap- 
tation of  the  protocol  to  the  communities. 
The  4-year  effort  eventually  involved  more 
than  1, ()()()  physicians,  700  dentists,  1,400 
worksites,  1,000  community  organizations, 
250  media  outlets,  400  schools,  and  60  cessa- 
tion ser\ice  providers.  l,\aluation  is  a  major 
component  ot  CDMMI 1,  consuming  one- 
fourth  or  more  of  its  defined  budget. 

The  fieldwork  ot  this  tri.il  was  completed  in 
early  1993,  to  be  followed  In  an  intense  peri- 
od of  data  collection  and  analysis.  Because  the 
results  of  the  protocol  are  blinded,  the  final 
outcomes  remain  unknown  as  this  mono- 
graph goes  to  press,  although  several  articles 
on  process  analysis  have  been  published.  Nine 
of  the  eleven  intervention  coininunities  thus 
far  have  developed  plans  to  continue  their 
smoking  prevention  and  intervention  activi- 
ties after  the  funded  protocol  ends,  a  testa- 
ment to  the  institutionalization  efforts  of  the 
community  coalitions.  In  addition,  numerous 
materials  and  resources  are  becoming  available 
for  widespread  dissemination,  including  a 
how-to  guide  for  working  with  unions  and  a 
handbook  on  communit\'  health  promotion. 
Foremost  among  its  accomplishments  is 
COMMIT's  demonstration  that  "diverse  com- 
numities  can  be  organized  and  mobilized 
around  important  health  issues.  It  can  be  fur- 
ther demonstrated  that  organized  and  mobi- 
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TABLE  1 


Examples  of  COMMIT  intervention  activities 

Intervention 
Task  Force 

Public  Education 

Community 
Activities 

Policy/Economic 
Activities 

Health  care 

Motivate  smokers  to 
seek  cessation  assis- 
tance from  health 
care  providers. 

Promote  physician/ 
dentist/  pharmacist 
training.  Expand  ces- 
sation programs. 

Seminars/  consulta- 
tion to  promote  no- 
smoking  policies. 

Worksites 

Promote  worksite 
smoking  behavior 
changes  (presentations, 
posters,  newsletters). 

Support  worksite 
cessation  programs 
(self-help  manuals, 
audiovisual  materials, 
incentives). 

Develop  smoke-free 
worksite  policies. 

Organizations 

Make  presentations 
at  meetings  and  in 
organizational  media. 

Promote  community 
cessation  resources, 
large  organization 
self-help  programs. 

Promote  smoke-free 
meetings  and  orga- 
nize "magnet 
events." 

Cessation 
resources/services 

Supply  information 
on  health  conse- 
quences, quit 
resources,  mainte- 
nance, passive 
smoking. 

Supply  counseling, 
self-help  materials, 
referral  to  cessation 
programs  through 
telephone  hotline. 

Refer  to  community 
resources  to  change 
policies.  Information 
on  regional/national 
smoke-free  policies. 

Public  education 
(media) 

Sponsor  "kickoff 
event"  to  publicize 
other  activities, 
media  training  for 
local  advocates, 
local  amplification 
of  national  events. 

Supply  self-help 
information,  referrals 
to  cessation 
resources,  including 
hotline. 

Publicize  policy 
changes  in  local 
institution  and 
raise  the  passive 
smoking  issue. 

Schools 

Adapt  school  curri- 
cula, student/parent 
materials,  teacher 
training. 

Promote  parental 
cessation  through 
youth,  combined 
parent-cessation/ 
adolescent-preven- 
tion programs. 

Promote  smoke-free 
school  policies, 
sports,  other  public 
events. 

Source:  Adapted  from  Shopland  and  Massey  1990,  p.  55. 
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lized  coalitions  can  effectively  implement 
research  aimed  at  reducing  tobacco  use  and 
cancer"  (W.  Lynn,  personal  communication, 
December  24,  1992). 

A  summary  of  the  COMMIT  comnuiiiity 
mobilization  experience  was  prepared  by  sev- 
eral of  the  investigators  and  experts  on  com- 
munity analysis  (Thompson  et  al.  1993).  This 
report  focuses  particularly  on  the  achievement 
of  objectives  for  community  partnership  and 
on  the  generalizable  aspects  of  COMMl  I's 
community  mobilization  efforts.  Across  the 
1 1  intervention  communities,  progress,  board 
composition,  and  approaches  to  solutions  var- 
ied, but  several  common  themes  affected 
them  all,  as  summarized  here. 

►  Because  of  the  demands  of  the  protocol, 
there  was  not  much  time  available  to  the  new- 
ly formed  coalitions  for  developing  the  iiilei- 
nal  cohesion  necessary  to  accomplish  the 
required  tasks.  Initial  challenges  under  this 
time  pressure  included  gaining  the  interest  of 
potential  volunteers  and  conquering  volumes 
of  written  information. 

►  It  was  helpful  to  include  as  board  mem- 
bers those  individuals  with  experience  in  civic 
projects  that  crossed  several  areas  of  special 
interest  and  required  cooperation  among  a 
broad  array  of  organizations.  The  initial  com- 
munity analysis  was  crucial  to  the  identifica- 
tion of  these  individuals.  At  the  same  time, 
the  investigators  had  to  remember  the  nature 
of  volunteer  work  and  that  each  individual 
usually  had  limited  time  to  donate  to  the  pro- 
ject. Therefore,  widening  the  network  of  vol- 
unteers helped  to  sustain  the  overall  effort. 

►  The  roles  and  duties  of  the  research  insti- 
tutions versus  the  community  groups  needed 
to  be  clearly  defined.  This  was  important  to 
achieve  community  ownership  of  the  project 
and  was  a  negotiated  and  renegotiated 
process.  Lack  of  clarity  was  an  ongoing  reason 
for  mistrust  of  investigators.  Information  on 
budgetary  responsibilities,  constraints,  and 
mechanisms  had  to  be  available  and  particu- 
larly clear  in  definition. 


►  Demographic  factors  such  as  community 
size,  location,  and  diversity  made  little  differ- 
ence in  the  degree  of  mobilization  that  could 
be  achie\'ed. 

►  Part  of  the  motivation  tor  board  members 
was  the  feeling  of  "uniqueness"  of  the  com- 
nuinit\  and  the  sense  that  the  local  leaders 
knew  more  about  getting  results  in  that  com- 
iiuinity  than  the  investigators.  Allowing  for 
local  initiative  and  creativity  was  one  of  the 
strengths  of  the  COMMll  protocol,  which 
helped  to  maximize  the  contributions  of  local 
resources.  At  the  same  time,  another  agenda 
could  be  developing  within  the  community, 
and  project  leaders  needed  to  be  sensitive  to 
larger  needs  for  ci\ic  action. 

►  Training  for  board  members  was  an 
important  asset,  even  for  those  with  coalition 
experience.  Training  in  ct)nflict  resolution, 
organization  management,  media  advocacy, 
and  influencing  health  care  providers  was 
provided  centrally  by  NCI  or  by  consultants 
who  acted  as  facilitators.  Centralized  training 
also  provided  an  opportunity  to  recognize  the 
accomplishments  of  the  board,  an  important 
gesture  that  served  to  maintain  momentum. 

Overall,  COMMll  met  its  community 
mobilization  goals  in  all  the  intervention 
sites.  Nevertheless,  community  ownership 
was  slow  to  evolve,  and  it  was  important  to 
recognize  and  resolve  conflict  as  soon  as  it 
arose.  Tension  and  conflict,  in  fact,  were  to 
be  expected,  and  communication  was  the  key 
to  progress.  Apparently,  the  boards  were  hap- 
py to  work  within  constraints  as  long  as  they 
knew  exactly  what  the  limitations  were,  and 
every  site  reported  positive  benehts  for  the 
program  and  the  community's  involvement 
(Thompson  et  al.  1993). 

Assist 

One  place  the  results  of  COMMIT  will  be 
applied  more  broadly  is  the  .American  Stop 
Smoking  Intervention  Study  for  Cancer 
Prevention  (ASSIST),  a  collaborative  effort 
between  the  National  Cancer  Institute  and 
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the  American  Cancer  Society,  along  with  state 
health  departments  and  other  voluntary  orga- 
nizations, to  develop  comprehensive  tobacco 
control  programs  (Glynn  et  al.  1990). 
Currently  awarded  as  contracts  to  17  state 
health  departments,  ASSIST  is  a  true  Phase  V 
demonstration  project,  initiated  to  confirm 
that  the  widespread,  coordinated  application 
of  the  best  available  intervention  strategies 
will  significantly  accelerate  the  downward 
trend  in  smoking  and  other  tobacco  use  and 
result  in  a  substantial  reduction  in  the  number 
of  tobacco-related  cancers  in  the  United 
States.  ASSIST  has  two  specific  objectives  to 
reach  by  the  year  2000  in  its  intervention 
communities:  to  demonstrate  and  evaluate 
ways  to  accelerate  the  decline  in  smoking 
prevalence  to  less  than  15  percent  of  adults 
and  to  reduce  the  number  of  new  smokers 
among  adolescents  by  50  percent.  Population 
groups  whose  smoking  rates  remain  a  problem 
(such  as  women,  the  medically  underserved, 
the  less  educated,  and  several  ethnic  minority 
populations)  will  be  specially  targeted  at  the 
intervention  sites. 

ASSIST  is  based  on  community  interven- 
tions directed  by  local  voluntary  coalitions 
that  will  plan  and  implement  tobacco  control 
activities.  It  will  not  provide  direct  support  for 
health  services  but  will  mobilize  communities 
to  reach  the  target  groups,  using  the  health 
care  system,  schools,  worksites,  and  other 
community  channels.  Specific  interventions 
include  training  health  care  providers  to  deliv- 
er cessation  counseling,  implementing  smoke- 
free  policies  in  schools  and  worksites,  and 
enhancing  media  coverage  of  tobacco  use 
issues.  NCI  estimates  that  ASSIST  will  reach 
18  million  smokers  and  that,  through  its  influ- 
ence, more  than  4.5  million  adults  will  quit 
smoking  and  2  million  adolescents  will  be  pre- 
vented from  becoming  addicted.  Overall,  it  is 
expected  that  1.2  million  premature  deaths 
will  be  averted,  including  422,000  deaths  from 
lung  cancer.  The  17  state  health  departments 
selected  for  funding  are  in  a  24-month  plan- 


ning period  at  the  time  of  monograph  prepa- 
ration. The  5-year  intervention  phase  began 
in  1993  and  will  continue  through  1998. 
Contracts  were  awarded  to  public  health 
departments  in  Colorado,  Indiana,  Maine, 
Massachusetts,  Michigan,  Minnesota, 
Missouri,  New  Jersey,  New  Mexico,  New  York, 
North  Carolina,  Rhode  Island,  South  Carolina, 
Virginia,  Washington,  West  Virginia,  and 
Wisconsin.  NCI's  Cancer  Information  Service, 
among  others,  has  been  working  on  the  devel- 
opment of  educational  materials  for  ASSIST.  A 
legislative  policy  component  in  the  program, 
when  coupled  with  the  public  programs  devel- 
oped by  the  coalitions,  could  produce  signifi- 
cant progress  in  improving  the  nation's 
health.  The  state  health  departments  are  work- 
ing with  ACS  to  maximize  the  potential  for 
the  coalitions  to  continue  their  activities  after 
federal  support  has  ended.  Evaluation  of 
ASSIST  will  come  from  activity  profiles,  quali- 
tative reports,  site  visits,  case  studies,  and 
meetings  at  the  coalition  level. 

When  the  steering  committee  of  ASSIST 
first  met,  many  program  participants  saw 
themselves  more  as  traditional  health  care 
providers  with  responsibility  to  individual 
patients  than  as  public  health  practitioners 
prepared  to  target  a  broader  population  (R. 
Marshall,  personal  communication,  December 
18,  1992).  As  their  ASSIST-related  activities 
intensified,  they  began  to  reach  out  to  non- 
medical sectors  such  as  businesses,  the  media, 
and  minority  organizations  in  an  effort  to 
engender  an  understanding  of  the  program's 
importance  among  these  potential  ASSIST 
partners.  In  communities  where  coalition  for- 
mation was  stimulated  by  NCI,  the  question 
of  training  in  public  health  practice  arose 
among  the  steering  committee  members.  It 
eventually  became  clear  that,  although  it  was 
important  to  provide  training  for  some  partici- 
pants, it  may  be  difficult — and,  in  fact,  unnec- 
essary— to  furnish  training  for  every  coalition 
member.  In  addition,  the  need  for  a  planning 
phase  was  unclear  to  many  individuals,  as 
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some  coalition  representatives  were  eager  to 
initiate  interventions  immediately  in  their 
respective  communities.  However,  they  soon 
began  to  recognize  that  data  collection — a  part 
of  the  planning  phase  conducted  by  the  coali- 
tions through  interviews  within  the  coiiiinu- 
nities — was  becoming  a  form  of  intervention 
in  itself  by  providing  the  opportunity  to 
enlarge  the  network  of  community  contacts. 
In  fact,  the  purpose  of  the  coalitions  was  not 
to  replace  the  existing  local  resources  but  to 
increase  their  poteiit'uil  tor  use  in  the  service 
of  ASSIST's  goals,  and  this  became  more  feasi- 
ble in  the  eyes  of  the  leadership  as  the  plan- 
ning phase  proceeded.  For  example,  one 
unexpected  reaction  of  this  phase  emerged 
from  Ainericcin  Heart  Association  ,\\\(.\ 
American  lung  Association  representati\es 
who  were  already  working  uitli  ttie  state 
health  departments  and  who  telt  ox  eriooked 
because  their  expertise  was  not  being  utilized. 

Research  Networks  in  Special  Populations 

NCI  has  been  forming  coalitions  of  a  differ- 
ent kind  through  a  system  of  networks  stimu- 
lated by  the  demand  for  culturalh'  senslti\  e 
researchers  to  address  the  unique  cancer  pre- 
vention and  control  needs  of  iniiiontx  .nut 
underserved  populations,  instrumental  in 
identifying  shortages  of  African  Americans, 
Hispanics,  Native  Americans,  and  Native 
Hawaiians  in  health  care  professions,  the 
members  of  the  networks  generally  are  uni- 
versity-associated medical  professionals  who 
are  in  position  to  attract  minorit\-  uni\ersit\ 
students  and  local  minority  physicians  to 
the  arena  of  cancer  prevention  and  control 
research.  Unfunded  except  through  profes- 
sional services  contracts  and  conference 
grants,  the  networks  examine  barriers  to  the 
use  of  cancer  control  strategies  and  state-of- 
the-art  treatment  in  their  communities. 
The  network  members  recognize  the  impor- 
tance of  filling  the  gaps  in  research  and  appli- 
cation of  research  results  to  their  respective 


[lopukitions.  for  the  network  participants, 
special  emphasis  is  placed  on  developing 
skills  in  preparing  research  plans  and  grant 
applications. 

National  (inner  Control  RcscmcU 
Network  for  liUuk  Populations 

The  first  network  established  was  the 
National  Cancer  C.ontrol  Research  Network 
for  Black  Populations,  which  has  been  suc- 
cessful in  stimulating  the  alumni  of  the  major 
African-American  medical  institutions  and 
historically  Black  colleges  and  universities,  as 
well  as  other  health  professionals  throughout 
the  C()untr\  working  in  African-.American 
communities,  to  participate  in  clinical  proto- 
cols and  to  design  and  implement  cancer  con- 
trol measures.  Ibis  network  also  provides  a 
ci)mputer-assisted  mechanism  for  identifying 
and  in\olving  other  nonminoritv  institutions 
in  research  etiorts  that  augment  the  atti\  ities 
ol  the  network. 

National  llispanu  i  anccr  i  ontrol 
Research  Network 

following  the  precedent  of  the  African- 
American  network,  the  National  Hispanic 
Cancer  Control  Research  Network  (NH(X]RN) 
was  formed  to  increase  the  number  of 
Hispanic  investigators  involved  in  cancer  pre- 
vention and  control  studies.  There  is  strong 
incentive  for  this  effort  because  the  early 
intervention  and  data  collection  efforts  have 
been  unable  to  recruit,  retain,  and  adequately 
survey  Hispanic  populations.  The  network's 
long-term  goal  is  to  improve  this  situation, 
and  it  will  tap  the  resources  of  its  member- 
ship, which  has  broad  representation  among 
Cubans,  Puerto  Ricans,  and  Mexican 
.Americans,  to  help  address  the  great  diversity 
that  exists  among  these  groups  (E.  Ruiz,  per- 
sonal communication,  December  18,  1992). 

Ihe  progress  achieved  thus  tar  by  NHCCRN 
can  be  seen  in  the  success  of  its  1991  North 
American  Conference  on  Cancer  in  Hispanics 
and  the  grant-writing  workshop  held  during 
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the  conference  to  assist  Hispanic  researchers 
in  applying  for  grants.  As  a  result  of  the  work- 
shop, several  researchers  were  successful  in 
their  submissions  of  grant  applications  for 
NCI's  new  National  Hispanic  Leadership 
Initiative  on  Cancer.  Based  on  this  experi- 
ence, the  network  is  publishing  a  guide  for 
the  preparation  of  grant  applications  as  well 
as  a  compilation  of  existing  demographic  and 
research  data  relating  to  Hispanic  populations 
as  resource  documents  for  planning  future 
cancer  intervention  projects. 

Network  for  Cancer  Control  Research  Among 
American  Indians  and  Native  Populations 

The  Network  for  Cancer  Control  Research 
Among  American  Indian  and  Alaska  Native 
Populations  comprises  participants  from  reser- 
vations, tribal  associations,  urban  organiza- 
tions, and  the  Indian  Health  Service.  These 
individuals  are  service  providers,  academi- 
cians, clinic  directors,  researchers,  and  organi- 
zation leaders,  and  more  than  half  are  Native 
Americans.  In  1992,  the  network  submitted  a 
strategic  plan  for  cancer  control  to  the  NCI 
director,  addressing  data  collection,  education, 
and  research  activities  as  well  as  training  for 
researchers  and  health  care  providers. 

Native  Hawaiian  Cancer  Control 
Research  Network 

The  Native  Hawaiian  Cancer  Control 
Research  Network  conducted  its  first  formal 
working  group  meeting  in  1991.  This  network 
is  focusing  on  the  unique  cancer  needs  of  the 
Native  Hawaiian  population  and  will  encom- 
pass a  variety  of  collaborative  efforts  with  Papa 
Ola  Lokahi  (Native  Hawaiian  Board  of  Health 
established  by  the  Native  Hawaiian  Health 
Care  Act  of  1988),  Office  of  Hawaiian  Affairs, 
Cancer  Center  of  Hawaii,  Native  Hawaiian 
health  organizations,  traditional  healers,  sci- 
entific and  lay  community  leaders,  and  civic 
leaders.  The  overall  mission  of  this  collabora- 
tion network  is  to  improve  the  cancer  outlook 
for  Native  Hawaiians  and  their  o'hana  (family) 


and  communities  through  the  involvement  of 
Native  Hawaiian  leadership  in  research  and 
education  programs  that  are  research  net- 
works, the  building  of  coalitions  is  seen  as  a 
vital  factor  in  addressing  the  cancer  problems 
of  this  diverse  population. 

The  networks  offer  minority  professionals 
an  opportunity  to  pool  resources  and  ideas 
and  begin  to  address  the  cancer  control 
research  needs  of  their  respective  population. 
It  is  often  difficult  to  overcome  the  barriers 
that  exist.  Many  of  the  established  pathways 
for  achieving  cancer  control  goals  may  pre- 
vent the  populations  they  target  from  con- 
tributing to  the  solutions  for  the  problems  in 
their  communities.  A  lack  of  understanding 
of  the  competitive  grant  process,  for  example, 
can  discourage  individuals  from  applying  for 
grants.  As  described  above,  the  NHCCRN 
grant-writing  workshop  represents  an  example 
of  the  important  changes  that  the  networks 
hope  to  make  in  the  scientific  community. 
By  offering  a  type  of  mentoring  for  new  re- 
searchers, the  networks  continue  to  have  a 
positive  influence  on  the  future  of  minority 
investigators.  It  is  a  process  that  will  shift 
slowly  as  more  individuals  are  identified  and 
encouraged  to  pursue  research.  In  addition, 
the  networks  are  attempting  to  eliminate 
conflict  between  scientific  method  and 
cultural  beliefs,  bridging  the  knowledge 
gap  for  both  sides. 

Initiatives  in  Public  Health  Education 

Just  under  way  is  an  NCI  program  testing 
public  health  approaches  to  increase  breast 
and  cervical  screening  of  older,  low-income, 
poorly  educated,  and  minority  women.  The 
Minnesota,  Rhode  Island,  and  Texas  depart- 
ments of  health  are  forming  community  con- 
sortia that  will  work  to  characterize  the 
utilization  of  local  cancer  screening  services, 
assess  the  barriers  to  their  use,  and  test  inter- 
ventions. This  grant  program  was  reissued  in 
1992,  and  three  new  awards  went  to  the 
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Wisconsin  Division  of  Health,  West  Virginia 
University,  and  Reynolds  Health  Center  of 
North  Carolina.  The  results  of  the  activities  of 
several  of  these  consortia  could  provide  signif- 
icant insights  to  future  participants  of  ALIC. 

To  promote  similar  efforts  on  a  larger  scale, 
Louis  B.  Sullivan,  then  assistant  secretar\-  for 
health  and  human  services,  requested  in 
1990  that  the  Public  Health  Service  develop 
a  national  early  detection  plan  based  on  its 
Healthy  People  2000:  Nutioiml  Health  Promotion 
ciihl  Disease  I'rewntion  Olyectiws  (U.S. 
Department  of  Health  and  Human  Serxices 
1991).  Over  several  months,  the  National 
Strategic  Plan  for  the  Early  Detection  and 
Control  of  Breast  and  Cervical  (Mincer  was  for- 
mulated by  a  broad  spectrum  of  public,  pri- 
vate, and  voluutcuy  orgiUii/ations,  At  a  time 
of  growing  public  interest  in  controllini;  hnast 
and  cervical  cancers,  the  plan  was  designed  to 
provide  added  impetus  to  current  activities  in 
the  field  and  to  define  the  necessary  elements 
for  ensuring  regular  screening  for  breast  and 
cervical  cancers  as  well  as  proni|it  tollowup 
for  every  woman  as  recommended  under  the 
current  guidelines.  The  targeted  population 
includes  not  only  older,  poorer,  less  educated, 
and  minority  women  but  also  the  health  care 
community,  especially  those  enlisted  to  per- 
form the  screening  services.  The  plan  repre- 
sents a  national  framework,  based  on  the 
Healthy  People  2000  (U.S.  Department  of 
Health  and  Human  services  1991)  goals,  in 
which  there  are  major  roles  for  federal,  state, 
and  local  governments;  national  organiza- 
tions; the  private  sector;  and  the  general  pub- 
lic. All  these  groups,  including  professional 
medical  societies,  cancer  centers,  state  health 
officials,  private  funding  organizations,  and 
coalitions  of  cancer  patients,  had  input  in  the 
development  of  the  plan.  The  Public  Health 
Service  agencies  had  the  responsibility  for 
assembling  the  plan,  but  implementation  will 
include  the  formation  of  coalitions  at  state 
and  local  levels.  The  talents  and  resources  of 


the  [people  living  within  the  \arious  regions 
of  the  country  will  be  called  on  in  the  process. 
The  expertise  of  NCI's  Chancer  Information 
Service,  through  its  regional  offices  and  its 
computer  information  system  (Physician  Data 
Query),  will  assist  in  the  plan's  execution.  In 
addition,  passage  of  llie  Breast  and  C'ervical 
Cancer  Mortality  Prevention  Act  of  1990  has 
provided  funding  through  the  Onters  for 
Disease  Control  and  Pre\ention  to  support 
state  health  agencies  in  developing  effective 
systems  lot  iinpro\  ing  the  early  detection 
process  for  underserved  women. 

From  the  plan's  inception,  the  steering  com- 
mittee felt  that  the  key  to  coalition  success 
would  be  strong  leadership  and  support  from 
the  highest  levels  of  the  sponsoring  agencies. 
r.\entuall\,  the  testimony  of  150  individuals 
was  streamlined  into  a  rational  plan  address- 
ing data  collection,  education  and  informa- 
tion dissemination,  quality  assurance,  and 
access  to  followup  ser\ices.  A  detailed  plan  for 
implementation  is  now  under  development. 
I  he  effectiveness  of  tlie  coalitions  will  be  e\al- 
uated  In  monitoring  the  number  of  cancer 
screenings  that  take  place  in  targeted  commu- 
nities. The  steering  committee  members  fore- 
see that  the  plan  will  contribute  to  the  type  of 
community  awareness  and  education  that  can 
lead  to  an  active  approach  to  health  care 
among  individuals.  Accortling  to  the  commit- 
tee chair,  "As  far  as  1  am  concerned,  there  is 
no  other  way"  (K.  Sondik,  personal  communi- 
cation, December  18,  1992). 

Recognizing  the  central  role  of  public  health 
agencies  in  translating  cancer  prevention  and 
control  science  into  practice,  NCI  has  support- 
ed 22  grants  and  cooperative  agreements  to 
state  health  departments  under  the  Data- 
Based  Intervention  Research  (DBIR)  Program. 
This  program  has  required  that  each  grantee 
identify  and  analyze  relevant  data  and,  using 
these  data,  develop  a  state  cancer  control  plan. 
The  priorities  set  forth  in  this  plan  then  served 
as  the  basis  for  implementing  and  exaluating 
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cancer  control  interventions.  The  use  of  con- 
sortia and  coalitions  in  the  planning  process 
was  emphasized.  In  some  cases,  these  coali- 
tions were  already  operating  under  state  man- 
date; in  others,  the  DBIR  project  provided  the 
impetus  for  their  establishment. 

These  state-level  coalitions  continue  to 
focus  on  data-based  planning  for  cancer 
control  interventions  and,  in  this  context, 
provide  important  information  about  the 
coalition  process.  Beyond  reporting  on  the 
types  of  data  and  the  ways  in  which  data 
were  used  by  these  coalitions,  the  DBIR  pro- 
jects have  begun  reporting  their  evaluations 
of  the  use  of  coalitions  and  smaller  working 
groups  in  the  planning  process.  Although 
many  of  the  larger  studies  of  this  process  are 
not  yet  complete,  several  observations  have 
become  clear  across  DBIR  projects.  For  the 
majority,  coalition-based  planning  followed 
several  basic  steps,  which  included  establish- 
ing the  coalition  and  working  groups,  identi- 
fying available  data,  defining  data 
characteristics  and  assessing  data  quality,  and 
analyzing  the  data.  This  procedure  provided 
the  ability  to  define  the  cancer  problem  or 
identify  further  data  needs  and  to  establish 
cancer  control  priorities.  (Lillquist  et  al.,  in 
press).  The  role  of  health  department  staff, 
working  groups,  and  the  full  coalitions  shifted 
as  planning  proceeded,  with  health  depart- 
ment staff  providing  the  lead  role  early  in 
the  process,  when  coalition  membership  was 
being  defined  and  available  data  identified, 
and  the  full  coalition  assuming  the  lead  role  at 
the  point  of  establishing  priorities  for  cancer 
control.  The  composition  of  these  planning- 
based  coalitions  and  working  groups  included 
many  technical  experts  in  cancer  control,  and 
these  experts  served  a  critical  role  in  ensuring 
the  credibility  of  the  final  plans.  In  the  end, 
the  use  of  a  coalition  structure  for  cancer  con- 
trol planning  was  very  labor-intensive  but 
contributed  considerably  to  the  state-wide 
acceptance  of  the  final  plans  (Haenlein  1992). 


The  Leadership  Initiatives 

Among  NCI's  projects  aimed  at  specifically 
stimulating  coalition  activity  through  commu- 
nity leaders,  the  National  Black  Leadership 
Initiative  on  Cancer  (NBLIC)  was  the  first 
established.  In  1987,  the  National  Cancer 
Advisory  Board,  led  by  member  Dr.  Louis 
Sullivan,  championed  the  concept  as  a  health 
education  initiative  aimed  at  mobilizing 
African-American  leaders  in  an  effort  to  pro- 
mote NCI's  cancer  prevention  and  control 
goals  and  encourage  the  involvement  of  all 
African  Americans  through  community  out- 
reach programs.  The  program  was  conceived 
as  part  of  an  effort  to  respond  to  the  high 
cancer  incidence  rates  and  accompanying 
low  survival  rates  among  African  Americans — 
rates  that,  for  the  past  30  years,  have  been  at 
considerable  disparity  with  those  among 
white  Americans.  After  a  series  of  regional 
meetings,  the  first  program  was  funded  from 
1989  to  1992. 

NBLIC's  highest  priorities  have  been  the 
promotion  of  smoking  cessation,  diet  modifi- 
cation, early  detection,  and  state-of-the-art 
treatment.  Operating  through  one  grantee  as 
national  coordinator,  the  NBLIC  structure 
divided  the  United  States  into  six  regions, 
each  with  a  director  to  facilitate  and  assist 
in  the  formation  of  community  coalitions. 
Approximately  50  cancer  prevention  and  con- 
trol coalitions  have  been  established  thus  far 
throughout  the  nation.  Their  activities  have 
linked  communities  with  national  health  pro- 
motion campaigns  such  as  National  Minority 
Cancer  Awareness  Week,  National  Prostate 
Cancer  Week,  and  National  Breast  Cancer 
Awareness  Month.  The  regional  directors  have 
recruited  volunteers,  assessed  local  resources, 
and  served  as  liaisons  between  the  coalitions 
and  various  health  organizations.  They  have 
played  an  important  role  in  enhancing  com- 
munication and  cooperation  among  local 
health  programs,  community  resource  man- 
agers, and  area  cancer  survivors. 
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The  accomplishments  of  NBLIC  include  the 
recruitment  of  well-known  African-American 
leaders  as  volunteers  to  promote  prevention 
and  control  activities  in  their  communities 
(National  Outreach  Initiatives  Branch  1991). 
As  a  result,  religious  and  medical  leaders  in 
the  Philadelphia  area  banded  together  with 
the  media  to  successfully  deter  the  Uptown 
cigarette  marketing  campaign  of  R.J.  Reynolds 
Tobacco  Company,  which  was  aimed  primari- 
ly at  the  African-American  community.  In 
Harlem,  largely  because  of  the  efforts  of 
regional  chair  Dr.  Haiokl  I  reciiuiii,  hundreds 
of  women  received  free  mammography 
screening.  In  Atlanta,  NBl.IC  joined  forces 
with  another  local  group  to  develop  a  mam- 
mography education  effort.  Ihe  Denver  coali- 
tion offered  free  and  low-cost  mammograms 
to  the  public.  The  Milwaukee  Mobile 
Mammography  Program  provided  hiindrods 
of  mammograms  and  taught  women  how  to 
perform  breast  self-e.xamination.  In  the  West, 
the  Los  Angeles  coalition  joined  with  .ACS  to 
sponsor  Black  Cancer  Awareness  Sunday  in 
several  iiundred  churches  that  provided  edu- 
cational materials  and  messages  on  cancer  pre- 
vention and  control  to  their  congregations. 
More  recent  coalition  activity  in  Los  .Angeles 
has  included  the  provision  of  screening  ser- 
vices to  the  local  population.  Most  NBLIC 
coalition  activities  have  involved  the  issues 
of  access  to  cancer  prevention  and  control 
services  and  health  care  facilities  (including 
transportation)  rather  than  data  collection 
and  analysis. 

Over  time,  NBLIC  has  become  a  well-recog- 
nized entity  within  African-American  commu- 
nities, and  it  has  carried  one  of  the  strongest 
rallying  messages  for  some  communities  in 
several  decades  (V.  Chollette,  personal  com- 
munication, December  21,  1992).  The  activi- 
ties of  NBLIC  have  been  extended  through  a 
new  grant  program  funded  in  1992,  this  time 
with  three  principal  investigators.  One  investi- 
gator will  facilitate  outreach  activities  through 
minority  health  professionals  and  medical 


schools  and  will  continue  to  manage  the  exist- 
ing regional  organizations.  The  second  will 
address  cancer  outreach  in  rural  communities. 
The  third  will  study  behavior  modification 
strategies  targeted  to  .African  Americans.  There 
has  been  no  formal  detailed  evaluation  of  the 
NBLIC  program  thiis  tar. 

The  National  Hispanic  Leadership  Initiative 
on  Cancer  (NHLIC)  is  in  the  planning  and 
development  stages,  having  awarded  two 
cooperative  agreements  to  the  University  of 
Texas  Health  Sciences  Center  and  the  National 
Coalition  of  Hispanic  Health  and  Human 
Services  Organizations  (COSSMHO).  Nine 
local  project  sites  have  been  established  across 
the  continental  United  States  and  in  Puerto 
Rico  by  the  University  of  lexas  to  address 
research  questions  and  data  collection  relating 
to  risk  factors,  epidemiology,  and  community- 
based  cancer  prevention  and  control  activity. 
COSSMHO  will  focus  on  information  dissemi- 
nation and  development  of  materials.  Lach 
grantee  has  a  network  of  coinvestigators  who 
will  reach  the  22. .3  million  U.S.  Hispanics 
and  design  activities  specifically  suited  to 
the  many  groups  within  this  diverse  popula- 
tion (K.  Ruiz,  personal  communication, 
April  12,  199;-{). 

Awards  for  the  .Appalachian  Leadership 
Initiative  on  Cancer,  modeled  after  NBLIC, 
were  made  in  September  1992.  As  described 
in  Section  III  of  this  monograph,  this  program 
targets  the  Appalachian  region. 

.Another  NCT-sponsored  research  project 
has  explored  the  use  of  community  leadership 
for  community  cancer  education  programs. 
Among  the  projects  funded  between  19H6 
and  1992  for  the  Avoidable  Mortality  in  Black 
Populations  Program,  Michielutte  and  his 
cc^Ucagues  at  the  Bowman  Gray  School  of 
Medicine  applied  a  systematic  method  of 
identifying  community  leaders  in  Forsyth 
County,  North  Carolina,  to  assist  in  increasing 
the  rate  of  cervical  Pap  smear  screening 
among  African-American  women  (Michielutte 
and  Beal  1990).  Thev  used  a  "modified  snow- 
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ball"  technique  through  which  10  recognized 
leaders  in  the  community  were  initially  con- 
tacted; in  the  course  of  discussing  the  project, 
each  was  asked  for  the  names  of  other  pos- 
sible contacts  in  five  categories,  including 
social/civic,  political,  religious,  business,  and 
"less  visible"  leaders.  This  process  was  repeat- 
ed until  new  names  were  no  longer  being  gen- 
erated. It  provided  the  investigators  with  a 
large  pool  of  leaders  to  call  on  for  the  develop- 
ment and  implementation  of  the  program  and 
helped  them  to  give  the  community  a  sense  of 
ownership  of  the  project,  which  was  necessary 
to  achieve  continuity  of  the  program  at  the 
end  of  the  initial  funding  period. 

Related  NCI  Resources 

Several  of  the  coalition-based  activities 
described  above  have  used  the  Cancer 
Information  Service  (CIS),  in  NCI's  Office  of 
Cancer  Communications,  which  can  provide 
a  unique  resource  for  local  outreach  activities. 
Its  services  include  not  only  a  toll-free  tele- 
phone line  for  the  latest  cancer  diagnosis  and 
treatment  information  for  both  lay  and  pro- 
fessional inquiries  but  also  local  resource 
directories  and  educational  materials.  Specific 
informational  materials  are  available  for  sever- 
al underserved  audiences,  including  African 
Americans,  Hispanic  Americans,  older 
Americans,  Native  Hawaiians,  and  low-literacy 
audiences.  Examples  of  these  materials,  pro- 
duced for  NBLIC  and  other  initiatives,  are 
shown  in  Figure  2.  CIS  was  used  as  a  referral 
service  for  COMMIT,  through  the  toll-free 
number,  1-800-4-CANCER.  In  1993,  the  pro- 
gram is  being  restructured  to  provide  coverage 
for  the  entire  nation  from  19  regional  offices. 
In  addition  to  increasing  the  number  of  toll- 
free  lines  and  staff,  CIS  will  expand  its  out- 
reach capabilities  to  serve  as  field  offices  for 
NCI's  community  programs  in  screening, 
treatment,  patient  education,  and  cancer  pre- 
vention. NCI  plans  for  CIS  to  play  an  increas- 
ing role  in  linking  the  National  Cancer 
Program  (see  Chapter  6,  this  volume)  to  com- 


munities through  cancer  centers,  community 
hospitals,  state  health  departments,  and  coop- 
erative groups  of  researchers. 

One  of  NCI's  most  promising  projects  with- 
in the  Office  of  Cancer  Communications  is 
based  on  the  fact  that  many  Americans  cannot 
read  and  therefore  lack  the  literacy  skills  to 
understand  public  information  campaigns, 
which  are  usually  aimed  at  audiences  with  at 
least  a  ninth-grade  reading  level.  This  fact  has 
led  NCI  to  prepare  guidelines  for  developing 
materials  for  low-literacy  readers,  based  on  lit- 
eracy and  communications  research  and  the 
educational  experiences  of  literacy  and  health 
professionals.  This  guide,  which  will  soon  be 
published,  will  feature  principles  that  have 
been  proven  through  experience  and  practical 
guidelines  for  addressing  the  everyday  issues 
facing  authors  of  low-literacy  materials,  such 
as  time  constraints,  organizational  pressures, 
cost,  and  the  publication  process.  To  be  titled 
Clear  and  Simple:  Developing  Print  Materials  for 
Low-Literacy  Readers,  the  guide  approaches  the 
development  process  in  a  step-by-step  fashion. 
Among  its  contents  are  topics  related  to  deter- 
mining the  reading  level,  pretesting  materials 
with  the  intended  audience,  and  learning 
about  the  audience  by  using  alternatives  to 
formal  research. 

In  the  area  of  dietary  health  promotion, 
NCI  has  recently  undertaken  its  largest  part- 
nership ever  with  private  industry  in  another 
Phase  V  effort,  the  national  5-A-Day  for  Better 
Health  program,  designed  to  encourage 
Americans  to  eat  more  servings  of  fruits  and 
vegetables  every  day.  Initiated  in  1992,  this  is 
a  joint  project  with  the  Produce  for  Better 
Health  Foundation,  which  represents  more 
than  200  food  retailer  organizations  and 
30,000  supermarkets.  Over  the  next  5  years, 
the  5-A-Day  for  Better  Health  program  will  use 
the  marketplace  to  persuade  Americans  to  eat 
a  low-fat,  high-fiber  diet  as  part  of  a  healthy 
lifestyle.  Four-year  research  grants  will  evalu- 
ate the  effect  of  5-A-Day  activities  in  schools, 
workplaces,  and  other  community  settings. 
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Figure  1.  Information  and  educational  materials  prepared  by  NCI's  Office  of  ("ancer 
Communications  and  distributed  bv  the  Cancer  Information  Service 
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Althc^ugh  local  [larticipcition  iikin' vary,  the 
5-A-Day  program  can  provide  a  national 
resource  that  could  be  linked  to  Future 
coalition  activities. 

NCI's  most  important  system  of  data  collec- 
tion is  the  Surxeillance,  Epidemiology,  and 
End  Results  Program  (SEER),  consisting  of 
1 1  population-based  cancer  registries  covering 
14  percent  of  the  nation's  population.  It  is  the 
major  U.S.  system  for  tracking  cancer  inci- 
dence, patient  survival,  and  mortality.  The 
data  are  coupled  with  information  on  cancer 
risk  factors,  prevention  practices,  and  patterns 
of  cancer  care.  Linkage  of  SEER's  tumor  reg- 
istry data  with  medicare  files  has  produced 
several  reports  on  cancer  costs  by  cancer  site 
and  stage  as  well  as  by  treatment  phase.  These 
data  have  been  used  to  assess  changes  in  med- 
ical practice  that  influence  observed  cancer 
rates,  such  as  the  use  of  prostatic-  specific 


antigen  in  detection  of  cancer  of  the  prostate. 
Geographic  and  demographic  differences  in 
incidence,  survival,  and  mortality  are  being 
studied  to  reveal  factors  associated  with 
decreases  in  cancer  risk,  including  the  avail- 
ability of  cancer  prevention  and  control  pro- 
grams. The  results  of  SEER  research  are 
available  to  the  entire  cancer  research  commu- 
nity and  are  published  on  a  periodic  basis. 

One  of  NCI's  highest  priorities  is  to  improve 
the  nation's  capability  for  measuring  cancer 
rates  and  risks  for  population  segments  such 
as  minorities,  the  elderly,  and  rural  residents. 
SEER  expanded  in  1992  to  include  the  9  mil- 
lion residents  of  the  Los  Angeles  area,  thereby 
increasing  national  coverage  to  2S  percent  of 
the  U.S.  Hispanic  population,  41  percent  of 
Asian/Pacific  Islanders,  17  percent  of  the 
American  Indian  population  (primarily  in 
the  Southwest),  and  12  percent  of  the  African- 
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American  population  (National  Cancer 
Institute  1993).  Collaboration  with  the  Bureau 
of  the  Census  is  improving  availability  of 
regional  population  data  to  calculate  cancer 
rates  for  minorities  residing  in  SEER  areas. 
Although  SEER  currently  does  not  cover 
Appalachia,  NCI  plans  to  continue  expansion 
of  the  program  in  1995  if  requested  funds  are 
provided.  Increased  coverage  of  rural  popula- 
tions is  proposed  as  well  as  enhancements  of 
quality  assurance  aspects  related  to  cancer 
reporting  on  minority  and  other  special  popu- 
lation segments.  Technical  assistance  will  be 
increased  to  SEER  registries  and  other  cancer 
registries  for  data-related  training  and  quality 
control  programs.  Quality  control  audits  will 
be  provided  to  non-SEER  registries  to  ascertain 
whether  these  registries  provide  data  compara- 
ble in  completeness  and  accuracy  with  SEER's 
reporting  standards.  Certification  as  a  SEER 
affiliate  registry  not  only  would  provide  trans- 
fer of  technical  expertise  to  these  registries 
but  also  would  enhance  state  support  and 
augment  the  availability  of  national  popula- 
tion-based registry  data  systems  for  targeting 
cancer  prevention  and  control  activities.  The 
improvements  under  consideration  will 
enlarge  the  coverage  of  special  populations 
and  enable  the  program  to  conduct  a  series 
of  detailed  population  studies  on  patterns  of 
early  detection,  access  to  prevention  and  con- 
trol services,  and  cancer  care.  The  projects 
and  programs  described  above,  although 
not  community-based  coalition  efforts,  pro- 
vide materials  and  information  across  the 
country.  It  is  important  for  program  directors 
and  coalition  leaders  to  be  aware  of  these 
resources  and  their  potential  applicability 
to  coalition  planning  and  activities. 

Lessons  Learned 

As  stated  earlier,  much  information  on 
NCI's  coalition  experience  was  gathered 
through  personal  interviews  with  NCI-level 
program  directors  and  staff.  The  following  is 
a  synthesis  of  their  remarks  reviewing  their 


experiences  in  managing  the  projects 
described  in  the  previous  sections. 

Those  interviewed  were  almost  unanimous 
in  their  recommendation  that  the  sponsoring 
agency  provide  strong  leadership,  unflagging 
support,  and  open  lines  of  communication. 
Several  mentioned  that  technical  assistance 
and  training  for  coalition  leaders  in  prepara- 
tion for  outreach  activities  have  been  impor- 
tant factors  in  coalition  success.  At  the  same 
time,  power  must  be  balanced  between  the 
coalitions  and  the  funded  investigators.  If  the 
activities  of  the  coalition  are  to  be  successful, 
the  coalition  must  be  given  the  prerogative  to 
initiate  activities  and  be  allowed  to  settle  its 
own  intracoalition  conflicts.  The  ability  to 
relinquish  power  as  needed  to  the  coalition 
can  evolve  over  the  life  of  the  funded  project. 
The  NCI-level  leadership  must  work  to  balance 
the  control  of  the  project  between  the  investi- 
gators and  the  community  coalition  leaders. 
According  to  several  NCI-level  program  direc- 
tors, it  is  important  to  understand  that  NCI 
and  its  funded  investigators  are  not  providing 
the  coalition's  power  but  are  sparking  the 
coalition  to  empower  itself  so  it  can  function 
successfully  as  a  group  effort.  Several  program 
directors  noted  that  it  is  easy  to  underestimate 
the  capability  of  a  coalition,  the  astuteness  of 
its  members,  and  their  influence  within  the 
community.  Each  member  can  become  a 
resource  for  the  entire  group.  Because  of  time 
limitations  for  funded  projects,  it  was  impor- 
tant to  establish  an  agenda  for  activities  as 
soon  as  possible  after  formation  of  the  coali- 
tion and  to  set  specific  goals.  One  NCI  staff 
member  cautioned  that  care  must  be  taken 
when  providing  additional  money  to  an  estab- 
lished coalition  because  it  could  lead  to  the 
coalition's  demise — by  altering  its  focus — 
even  if  the  coalition  is  functioning  well. 

The  COMMIT  experience  demonstrated  that 
it  is  important  to  bring  local  people  together 
to  uncover  existing  resources  rather  than  to 
replace  them.  Once  the  coalition  is  operational 
and  accepted  in  the  community,  it  can  begin 
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to  address  any  necessary  additions  or  changes. 
Within  the  coalition,  challenges  inckidcd 
matching  talents,  sharing  resources  equitably, 
and  motivating  members  to  participate 
beyond  the  planning  phase  and  into  the 
implementation  phase.  The  more  acti\  e  mem- 
bers had  an  interest  in  the  outcome  ot  the 
projects  in  which  they  were  in\()l\ed.  in  this 
sense,  it  was  important  to  begin  coalition  for- 
mation with  an  extensive  analysis  ot"  possible 
stakeholders  in  the  community.  Defining  spe- 
cific and  suitable  roles  for  the  participants 
played  an  important  part  in  the  success  of 
the  activities. 

COMMIT  illustrated  that  the  activities  of 
the  coalition  can  grow  over  time,  l-or  example, 
the  use  of  media  can  play  a  much  more 
important  role  alter  the  first  years  of  organiza- 
tion. Anticipation  of  this  exoK  ing  process  can 
help  minimize  wasted  effort  and  maximize  the 
use  of  resources.  At  the  same  lime,  the  coali- 
tion may  be  more  active  and  powerful  in  its 
early  stages  because  of  the  initial  enlhusiasm 
of  the  participants,  iii.ikin.u  this  a  good  lime 
to  line  up  future  resources. 

The  Avoidable  Mortality  in  Black 
Populations  Program  in  I'orsyth  (^ount\ 
showed  that  identifying  as  many  ct)inmunil\ 
leaders  as  possible  and  asking  for  their  suppc^t 
by  telephone  interview  served  as  part  of  the 
educational  process,  through  a  word-of-niouth 
mechanism.  This  process  helped  lay  the 
groundwork  by  sharing  ideas  and  building 
consensus  at  the  outset  of  the  program.  The 
contributions  of  these  leaders  varied  and 
included  activities  such  as  developing  and 
disseminating  print  materials  and  promoting 
educational  programs.  A  quarterly  newsletter 
helped  maintain  enthusiasm  for  the  project. 
Perhaps  most  important,  contacting  commu- 
nity leaders  prior  to  the  development  of  the 
intervention  demonstrated  that  communit\- 
input  was  an  important  part  of  the  program. 

For  all  projects,  the  importance  of  commu- 
nicating clearly  with  coalition  members  was 


emphasized  repeatedly,  particularly  about 
w  hat  is  expectet!  of  them.  In  addition,  com- 
nuuiication  between  regional  coalitions  can 
help  the  individuals  to  recognize  opportuni- 
ties and  potential  problem  areas  and  not  re- 
peat the  unsuccessful  efforts  of  other  groups. 
This  coinnuinitdtion  is  pcUtitularly  important 
when  plaiuiing  a  special  event.  Sharing  re- 
sources through  joint  activities  provides  the 
o[iportimity  for  the  coalitions  to  function 
with  a  broader  base,  allowing  for  an  immense 
flow  ot  infornicUion.  It  the  coalitions  share 
ideas  during  the  plaiuiing  stages,  they  are 
more  likely  to  feel  a  stronger  commitment 
to  collective  success,  rather  than  remaining 
focused  on  individual  projects  that  ma\'  or 
may  not  lead  to  desired  outcomes.  FinalK', 
recognition  of  success  at  federal  and  state 
le\ els  can  provide  an  incentive  for  continu- 
ing action  at  the  local  and  regional  levels. 
This  effort  can  take  the  form  of  certificates 
of  appreciation,  special  reports  in  project 
newsletters,  or  formal  recognition  by 
Institute  leaders.  According  to  several 
NCI  program  directors,  this  approach  pro- 
motes goodwill  and  strengthens  local 
support  for  the  coalitions. 

fostering  a  balance  between  conununity 
ownership  and  NCI  direction  can,  at  times, 
be  a  elKiilenge.  Within  NHCCRN,  achieve- 
ments resulted  from  the  network's  formation 
as  a  common  vision  among  the  Hispanic  pop- 
ulations who  participated  and  its  implementa- 
tion as  a  democratic  process  where  all  shared 
equally  in  developing  the  agenda.  In  a  practi- 
cal sense,  coalition  members  found  they  were 
able  to  set  timetables  for  objectives  by  sched- 
uling meetings  with  specific  goals  (they  cur- 
rently meet  two  times  per  year).  A  strong 
steering  committee  and,  in  particular,  an 
ardent  chairperson  were  able  to  direct  the  net- 
work activities,  deal  with  bureaucratic  issues, 
bring  ideas  generated  in  the  committee  to  pro- 
ductive closure,  and  interpret  the  program 
goals  for  individuals  and  groups  outside  the 
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network.  The  leadership  provided  by  the  steer- 
ing committee  chair  and  the  NCI  staff  allowed 
other  members  to  embrace  the  plan  and  tackle 
projects  without  loss  of  momentum.  It  was 
important  for  them  to  emphasize  the  support 
NCI  was  giving  to  NHCCRN  and  its  goals 
because  some  members  of  the  public  and 
potential  coalition  members  view  government 
institutions  as  large  bureaucratic  obstacles  to 
progress  rather  than  as  motivators  for  positive 
change.  Because  of  the  efforts  of  NCI  staff 
members,  network  participants  felt  they  had 
a  partner  at  NCI.  At  the  same  time,  this  rap- 
port between  the  NCI  staff  and  the  network 
members  was  consequential  in  maintaining 
the  network's  focus  on  its  main  objectives 
because  it  allowed  for  persuasive  reemphasis 
of  project  goals. 

Within  NBLIC,  the  expertise  and  leadership 
of  the  regional  directors  were  instrumental  in 
the  achievements  of  the  coalitions.  For  exam- 
ple, cooperation  with  the  media  has  been  a 
key  factor  in  the  success  of  many  coalition 
activities,  and  several  of  the  regional  directors 
had  a  great  deal  of  experience  and  knowledge 
in  media  relations.  In  Georgia,  several  coali- 
tion members  were  state  legislators  and  thus 
were  able  to  help  bring  about  the  passage  of  a 
bill  requiring  insurance  companies  to  cover 
the  cost  of  screening  mammography  and  Pap 
tests.  The  NBLIC  coalitions  were  groups  of  vol- 
unteers, and,  therefore,  any  change  in  leader- 
ship at  the  regional  or  coalition  level  brought 
an  adjustment  period,  which  meant  that  the 
objectives  for  that  area  might  not  be  met 
within  the  timetable.  The  most  surprising 
aspect  of  the  overall  project  was  the  original 
community  reaction.  For  a  population  already 
facing  many  issues  in  need  of  attention,  can- 
cer was  seen  as  an  additional  burden  unfairly 
apportioned  to  them,  a  problem  for  which 
there  remained  few  resources  and  little  moti- 
vation to  confront  after  decades  of  dealing 
with  other  serious  issues  within  their  commu- 
nities. This  reaction  was  difficult  to  overcome. 


NBLIC  was  asking  the  communities  to  take 
action  without  providing  the  financial 
resources  for  the  coalitions'  needs.  The  com- 
munities often  felt  as  though  they  were  being 
given  a  directive  without  the  necessary  guid- 
ance and  support.  In  spite  of  this,  the  African- 
American  community  began  to  reunite 
through  the  activities  of  NBLIC,  largely 
because  many  coalitions  had  strong  local 
leadership.  From  the  early  stages,  these 
leaders  linked  coalition  activities  to  existing 
local  institutions  to  provide  community 
awareness  and  support  to  NBLIC.  This  link 
gave  community  members  cause  to  consoli- 
date by  evoking  a  shared  vision  of  increased 
awareness  about  cancer.  The  process  began  to 
override  the  initial  negative  reactions  because 
it  had  become  important  to  address  the  spe- 
cial health  issues  of  African  Americans.  The 
coalitions  had  developed  the  ability  to  answer 
community  concerns  more  fully  and  to  bring 
about  change.  NBLIC  is  now  recognized  and 
respected  by  African-American  communities 
and  leaders  across  the  nation. 

Conclusion 

NCI's  experience  in  supporting  coalitions 
for  cancer  prevention  and  control  efforts  is 
not  unusual.  The  uniqueness  of  NCI's  practice 
lies  in  its  use  of  the  coalition  as  part  of  the 
investigational  program  in  the  final  phases  of 
a  defined  approach  to  cancer  prevention  and 
control  research.  Because  it  translates  research 
results  to  actual  use,  the  coalition  is  becoming 
increasingly  important  to  the  widespread 
application  of  scientific  advancements.  This 
growing  emphasis  on  applications  research 
has  required,  in  turn,  greater  leadership  skills 
among  coalition  participants,  along  with  an 
ability  to  adjust  to  changing  needs  and 
resources.  The  fact  that  coalitions  must  blend 
the  special  interests  of  its  members  to  target 
common  goals  has  demanded  an  acceptance 
of  diversity  and  appreciation  for  differences 
among  involved  individuals  and  groups. 
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In  addition,  tlie  ddixery  of  cancer  services 
to  rural  populations  can  face  tremendous 
obstacles  because  of  a  scarcity  of  resources 
and  lack  of  cancer  specialists.  Although  the 
national  network  of  NCI's  cancer  centers  and 
Coinniunity  C  linical  Oncology  Programs 
(CCOPS)  represent  an  extraordinary  potential 
resource  for  underserved  communities  across 
the  United  States,  these  institutions  are  often 
not  located  within  reasonable  commuting  dis- 
tance of  all  rural  areas.  Beyond  ALIC,  there- 
fore, NCI  is  working  to  remedy  some  aspects 
of  rural  cancer  care  through  improvements 
in  local  infrastructure  by  launching  a  5-year 
research  program  to  test  approaches  for  link- 
ing rural  providers  and  regional  oncologists 
and  evaluate  outcomes  indicative  of  changes 
in  cancer  diagnosis  and  management.  Six 
projects  were  funded  in  1992  with  interven- 
tions that  will  include  training  of  rural  physi- 
cians, nurses,  and  pharmacists;  establishment 
of  rural  cancer  clinics  and  consultation  ser- 


vices; implementation  of  specialized  commu- 
nications systems;  and  use  of  community 
facilitators  and  cancer  control  advocates. 

lor  NC^l,  the  support  of  coalitions  has  meant 
providing  the  long-term  commitment  on 
w  liich  coalition  members  can  rely.  At  the 
same  time,  community  coalition  formation 
offers  a  less  expensive  alternative  to  other 
types  of  cancer  prevention  and  control 
research  initiatixes.  The  evaluation  of  on 
going  projects  such  as  COMMIT  and  ASSIS I 
will  provide  \  aluahlc  information  on  the  uses 
of  coalitions  and  prompt  other  questions  for 
examination  in  future  projects.  For  example, 
cost  control  has  been  addressed  only  indirect- 
ly in  most  cases,  as  in  the  "cost"  of  morbidity 
and  mortality  caused  by  cancer  or  as  in  the 
proN'ision  of  free  or  low-cost  services  on  a 
short-term  basis.  To  be  effective,  medical 
advances  must  be  affordable,  and  this  type 
of  information  could  be  accumulated  by 
community  groups. 


Lessons  from  Other  Coalition-Based  Programs  of  the  National  Cancer  Institute     1 75 


CHAPTER         9 

Action  Steps 


1.  Use  the  AUG  network  of  communi- 
ty-based coalitions  to  generate,  test,  and 
implement  additional  targeted  interven- 
tions of  cancer  prevention  and  control. 

2.  Organize  and  mobilize  diverse  local 
resources  around  cancer-related  issues, 
and  call  on  them  to  implement  and 
evaluate  interventions  aimed  at 
reducing  incidences  of  cancer. 

3.  Clearly  define  roles  and  responsibili- 
ties of  coalition  members,  foster  open 
communication,  and  promote  communi- 
ty ownership  of  the  project. 

4.  Train  coalition  members  in  skills 
such  as  conflict  resolution,  organization 
management,  media  advocacy,  and 
outreach. 

5.  Mobilize  local  resources  to  reach 
target  groups  in  multiple  settings  such  as 
schools,  worksites,  churches,  the  health 
care  system,  local  shopping  centers,  and 
other  community  settings. 

6.  Pool  resources  and  ideas  from 
the  network  of  local  organizations 
to  address  the  cancer  prevention  and 
control  needs  of  various  groups. 


7.  Evaluate  the  utilization  of  local  can- 
cer screening  services,  assess  barriers  to 
their  use,  and  test  new  outreach  efforts. 

8.  Address  research  questions  and  data 
collection  methods  to  assess  risk  factors, 
cancer  occurrence,  and  prevention  and 
control  interventions. 

9.  Develop  materials  suitable  for  low- 
literacy  readers  and  implement  programs 
that  take  into  account  their  special  needs 
and  circumstances. 

10.  Use  materials,  information,  and 
other  national  resources  such  as  the 
National  Cancer  Institute's  Cancer 
Information  Services  (CIS)  and  SEER  pro- 
grams in  coalition  planning  and  activi- 
ties. 

11.  Emphasize  the  capability  of  a  coali- 
tion, the  astuteness  of  its  members,  and 
their  influence  in  the  community. 

12.  Work  to  balance  the  roles  of  project 
staff  and  community  coalition  members. 

13.  Establish  an  agenda  for  activities 
and  set  specific  goals  of  the  coalition. 


The  cancer,  nutrition,  and  tobacco  use 
objectives  of  Healthy  People  2000  (U.S. 
Department  of  Health  and  Human  Services 
1991)  provided  added  impetus  for  several  of 
NCI's  coalition  projects.  The  application  of 
these  objectives  to  rural  areas  is  presented  in 
Speer  and  Claus  (Chapter  6,  this  volume).  In 
addition.  Congress  has  expressed  concern  over 
rural  health  and  has  strongly  supported  NCI's 
actions  in  extending  SEER  coverage  to 
Appalachia  (U.S.  Senate,  Committee  on 


Appropriations  1991)  and  in  establishing  the 
Appalachia  Leadership  Initiative  on  Cancer. 
However,  long  before  these  events,  NCI  scien- 
tific leaders  envisioned  the  use  of  coalitions 
for  reaching  poor  and  underserved  popula- 
tions. It  was  the  need  for  application  of  the 
latest  research  advances  for  the  largest  benefit 
that  mandated  the  development  of  the  cancer 
prevention  and  control  research  phases  in 
which  coalitions  would  play  a  vital  role. 
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CHAPTER    10 


Activists  and  Advocates  as 
Actors  in  Health  Care 


Miirv  K.  .  l/;\;//// 


Introduction 

Recent  years  have  witnessed  the  develop- 
ment of  a  patient  activist  health  care  move- 
ment that  includes  grassroots  organizations 
established  by  and  for  cancer  survivors.  Such 
groups  offer  paticii!  advocacy,  serve  as  clear- 
inghouses for  information  on  treatment 
options,  and  work  to  change  priorities  in 
biomedical  research  and  to  develop  new 
health  care  services  and  new  approaches  in 
existing  services.  1  his  chapter  presents  materi- 
al on  cancer  advocacy  groups,  priiiKuily  orga- 
nized around  breast  cancer,  to  describe  the 
ways  in  which  women  operate  as  consumers 
of  health  care  and  informed  contributors  to 
health  care  policy.  Health  care  activists,  such 
as  those  described  in  this  chapter,  represent 
an  important  cliinonsion  of  the  kinds  of  com- 
munity-based cancer  coalitions  envisioned 
by  the  Appalachia  Leadership  Initiative  on 
Cancer  (ALIC).' 

Activists  and  Advocates 

The  breast  cancer  movement  is  an  instruc- 
tive example  of  recent  health  care  activism 
for  many  reasons,  not  the  least  of  which  is  the 
dramatic  rise  in  the  incidence  of  breast  cancer 
in  recent  years  (Kelsey  and  Gammon  1991; 
American  Cancer  Society  1991a).  According 
to  figures  provided  through  the  Surveillance, 
Epidemiology,  and  End  Results  (SEER)  Pro- 
gram of  the  National  Cancer  Institute  (NCI), 
age-adjusted  incidence  rates  for  breast  cancer 


increased  l)\  17. S  percent  between  19H()  and 
1987  to  an  incidence  rate  of  1 12.4  cases  of 
breast  cancer  per  100,000  (Miller  et  al.  1992). 
An  estimated  12  percent  of  all  women  in  the 
United  States  will  be  diagnosed  with  breast 
cancer  and  3.5  percent  will  die  from  the  dis- 
ease (Harris  et  al.  1992;  National  Center  for 
Health  Statistics  1990;  Blot  et  al.  1987).  In 
1992,  for  example,  an  estimated  181,000 
women  received  new  diagnoses  of  breast  can- 
cer and  46,;^0()  women  died  from  the  disease 
(Miller  etal.  1992). 

Breast  cancer  is  currentK  the  leading  cause 
of  death  for  American  women  age  40  to  55 
(Harris  el  al.  1992;  National  Center  for  Health 
Statistics  1990).  Overall  mortality  rates  for 
breast  cancer  have  remained  stable  since  the 
1950s.  However,  for  women  under  age  45  at 
diagnosis,  mortality  rates  have  declined  since 
1950  by  approximately  15  percent;  for  women 
over  age  55,  they  have  risen  by  that  same  per- 
centage (Harris  et  al.  1992;  Long  1993).  In 
addition,  it  is  argued  that  African-American 
women  and  economically  disadvantaged 
women,  in  particular,  experience  dispropor- 
tionately high  rates  of  mortality  from  breast 
cancer  because  of  late-stage  diagnoses  and 
inadequate  access  to  health  care  (Baquet  and 
Ringer  1986;  American  Cancer  Society  1986, 
1991b;  Farley  and  Flannery  1989;  Richardson 
etal.  1992). 

Efforts  to  prevent  breast  cancer  have  proven 
largely  unsuccessful  so  far.  Research  has  been 
conducted  to  identifv  risk  factors  for  breast 
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cancer,  including  age,  family  history  of  breast 
cancer,  prior  breast  cancer,  benign  breast  dis- 
ease, age  at  menarche,  nulliparity,  age  at  birth 
of  first  child,  age  at  menopause,  obesity, 
height,  diet,  alcohol  use,  use  of  oral  contra- 
ceptives, and  postmenopausal  estrogen- 
replacement  therapy  (Harris  et  al.  1992; 
Henderson  1990,  1993;  Giovannucci  et  al. 
1993;  Friedenrich  et  al.  1993;  Romieu  et  al. 
1989).  However,  even  when  these  factors 
occur  in  combination,  they  account  for  only 
25  to  30  percent  of  breast  cancer  diagnoses 
(Henderson  1993). 

The  search  continues  for  risk  factors  that 
might  better  explain  the  rising  numbers  of 
breast  cancer  cases  and  that  might  be  modi- 
fied by  intervention  strategies.  One  possibility 
currently  under  consideration  is  exposure  to 
environmental  contaminants,  such  as  pesti- 
cides, that  might  have  carcinogenic  properties 
(Krieger  1989;  Westin  and  Richter  1990;  Falck 
etal.  1992;  Wolff  et  al.  1993). 


At  the  same  time,  researchers  are  exploring 
the  possibility  of  "chemoprevention"  of  breast 
cancer  through  the  use  of  tamoxifen,  a  hor- 
monal agent  known  for  its  "antiestrogenic" 
properties  and  frequently  employed  in  adju- 
vant, or  secondary,  treatment  for  breast  cancer 
(Henderson  et  al.  1993;  Jones  and  Powles 
1991;  Jordan  1990).  The  tamoxifen  trial, 
currently  sponsored  by  NCI,  seeks  to  enroll 
16,000  "high-risk"  women,  who  will  be  ran- 
domly assigned  to  receive  either  tamoxifen  or 
a  placebo.  Trial  participants  will  take  the  agent 
assigned  them — without  knowing  its  identi- 
ty— for  the  next  5  years,  while  researchers 
study  the  effects  of  tamoxifen  use  on  the 
incidence  of  invasive  breast  cancer  and  breast 
cancer  mortality  rates  (Henderson  1993). 

The  tamoxifen  trial  is  not  without  contro- 
versy because  of  side  effects  reportedly  found 
in  laboratory  animals  and  in  humans  receiv- 
ing the  drug  (Rutqvist  1993;  Han  and  Liehr 
1992).  Furthermore,  a  congressional  hearing 
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held  in  October  1992  found  that  scientists 
"failed  to  meet  the  minimum  requirements" 
in  warning  trial  participants  about  potential 
side  effects  of  taking  tamoxifen  (Burd  1992). 
Nonetheless,  the  tamoxifen  trial  remains  the 
primary  research  effort  aimed  at  the  preven- 
tion of  breast  cancer. 

In  the  absence  of  any  proven  methods 
for  breast  cancer  prevention,  the  dominant 
strategy  continues  to  be  reliance  on  screening 
programs,  principally  through  the  use  of 
mammography,  to  detect  breast  cancers  in 
the  population  at  large  (Miller  199 1  i.  I  he 
argument  that  intorms  this  strategy  is  that  if 
breast  cancers  can  be  detected  at  an  earlier 
stage  of  development,  they  might  be  more 
amenable  to  treatment  (Rutqvist  et  al.  1990). 
There  are  problems  with  this  approach 
because  mammography  is  expensive  and  has 
limited  diagnostic  value  lor  women  under  the 
age  of  50  (Shapiro  1989;  Luncet  1991;  l-ddy 
1989).  In  addition,  the  capncit\-  to  detect 
breast  cancers  when  they  are  relati\el\  small 
(less  than  2  centimeters)  does  not  always 
mean  a  reduction  in  mortality  because  some 
forms  of  breast  cancer  metastasize  early  in  the 
evolution  of  the  disease  (Harris  et  al.  1992). 

Given  rising  incidence  rates  and  current 
limitations  in  methods  of  detection  and  pre- 
vention of  breast  cancer,  it  is  not  surprising 
that  women  have  declared  breast  cancer  a  cri- 
sis of  epidemic  proportion  (Moyers  and  Evans 
1993;  Raloff  1993).  However,  the  efforts  of 
organized  groups  of  advocates  and  activists 
extend  beyond  the  matter  of  calling  attention 
to  incidence  and  mortality  rates  for  breast  can- 
cer. Women  have  responded  to  the  epidemic 
in  a  variety  of  ways,  from  writing  about  their 
own  experiences  of  diagnosis  and  treatment, 
to  organizing  local  support  groups  for  cancer 
patients,  to  establishing  grassroots  organiza- 
tions to  call  for  changes  in  current  standards 
of  prevention  and  treatment  for  breast  cancer- 
(Marshall  1993;  Love  1993;  Ms.  1993;  McCoy 
et  al.  1992;  Solomon  1992;  National  Women's 


Health  Network  1993;  Boston  Women's  Health 
Collective  1992). 

Not  all  of  those  who  have  responded  to  the 
problem  of  breast  cancer  would  refer  to  their 
efforts  as  "activism."  lor  some,  this  term  car- 
ries political  connotations  that  inadequate!}' 
describe  their  endeavors  to  secure  better  access 
to  informed  health  care  or  support  services  for 
women  newly  diagnosed  with  cancer.  Those 
whose  primary  concern  is  to  develop  client- 
centered  health  care — whether  consumers  or 
providers — frequently  use  the  term  "advoca- 
cy," rather  than  aeti\  ism,  to  describe  their 
efforts  on  behalf  of  women  with  cancer. 

There  is  a  wide  range  of  meaning  to 
"activism"  in  the  breast  cancer  movement 
as  in  other  movements.  Activism  describes 
everything  from  efforts  to  work  with  clini- 
cians, researchers,  and  hospital  administrators 
to  tniikl  more  comprehensive  programs  of 
prevention  and  treatment  for  particular  dis- 
eases; to  lobbying  state  and  federal  legislators 
for  changes  in  public  policy  regarding  these 
diseases  or  appropriations  for  research  and 
treatment  programs;  to  more  confrontative 
tactics  such  as  public  demonstrations  and 
civil  disobedience  whose  purpose  is  to  wrest 
control  over  the  provision  of  health  care 
from  a  system  of  care  and  research  that  is 
regarded  as  unresponsive.  These  latter  activi- 
ties have  been  utilized  in  some  organized 
efforts  related  to  AIDS;  activities  of  breast 
cancer  activists,  for  the  most  part,  have  taken 
more  conventional  forms. 

Nonetheless,  there  is  anger  in  the  breast 
cancer  movement.  For  women  whose  experi- 
ences include  deferred  diagnoses  or  misdiag- 
noses about  breast  cancer  and  the  dilemma 
of  cancer  treatments  that  offer  negligible 
promise,  it  is  not  enough  to  reform  the  pre- 
sent system.  Expanding  access  to  state-of-the- 
art  care  means  little  when  current  treatment 
regimens  are  debilitating  and  ultimately  inef- 
fective— a  point  that  is  given  much  credence 
bv  clinicians  and  health  care  researchers 
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(Lancet  1993;  Hellman  1993;  Ganz  1992). 
From  these  perspectives,  theories  of  breast 
cancer  must  be  reenvisioned  and  methods 
of  treatment  improved,  and  it  is  to  these  ends 
that  activists  work  (Love  1993). 

Activists  and  advocates  within  the  breast 
cancer  movement  agree  on  these  points: 
There  are  too  many  women  diagnosed  with 
breast  cancer,  and  there  are  too  few  effective 
treatments.  Although  many  cancer  survivors, 
activists,  and  advocates  speak  of  the  desirabili- 
ty of  a  "cure"  for  breast  cancer,  that  is  consid- 
ered, at  best,  a  remote  prospect.  Meanwhile, 
activists  and  advocates  work  to  revise  or 
reform  current  systems  of  care  and  to  main- 
tain their  own  fragile  states  of  health  in 
the  process. 

The  Case  For  Health  Care  Activism 

The  remainder  of  this  chapter  analyzes  the 
breast  cancer  movement,  drawing  on  ongoing 
field  research  and  interviews  with  cancer 
activists  and  advocates,  including  public 
testimony  before  the  President's  Cancer  Panel 
(1992).  Breast  cancer  activists  offer  researchers 
and  policymakers  a  wealth  of  information 
about  how  communities  and  individuals  oper- 
ate in  the  context  of  life-threatening  illnesses, 
as  well  as  "patient"  experience  with  and  access 
to  treatment. 

Equally  important,  organized  groups  within 
the  breast  cancer  movement  actively  seek  col- 
laborative relationships  with  researchers  and 
policymakers.  Some  of  these  groups  are  no 
longer  willing  to  tolerate  polite  indifference 
from  the  biomedical  community.  They  have 
learned  from  the  experiences  of  their  own 
constituencies,  as  well  as  from  activists  in  the 
AIDS  movement,  that  some  health  care  crises 
require  action  beyond  that  which  researchers 
and  policymakers  are  willing  to  take  without 
pressure  (Thompson  1992). 

In  sum,  breast  cancer  activism  offers  a  case 
study  of  how  citizens  have  become  informed, 
organized  participants  in  their  own  health 
care.  Such  groups  are  powerful  allies  in  the 


work  of  community-based  coalitions  for 
health  care  interventions.  However,  they  bring 
a  well-fashioned  perspective  on  the  problems 
of  health  and  prescriptions  for  remedies  that 
may  clash  and  conflict  with  the  perspectives 
held  by  other  coalition  members.  This  chapter 
also  draws  parallels  between  the  breast  cancer 
movement  and  other  health  care  movements 
within  Appalachia.  It  suggests  avenues  to  fol- 
low in  programs  for  cancer  prevention  and 
treatment  in  the  region,  recognizing  at  the 
same  time  that  regional  as  well  as  rural-urban 
differences  factor  into  health  care  strategies 
exercised  by  residents  within  and  outside 
Appalachia.  This  chapter  concludes,  as  do 
Chapters  8  and  9,  with  the  observation  that 
what  is  desirable  or  effective  in  Appalachian 
communities  rests  with  grassroots  organiza- 
tions within  the  region. 

As  Chapter  5  attests,  the  history  of 
Appalachia  is  filled  with  various  projects  of 
"enlightenment"  and  "uplift,"  organized  by 
outsiders  with  vested  interests  in  the  moun- 
tains. The  ultimate  achievement  of  many  of 
these  undertakings  was  the  degradation  of  the 
mountains  and  their  inhabitants,  who  fought 
bitterly  against  such  projects  of  disenfran- 
chisement  (Whisnant  1981;  Waller  1988). 
This  chapter  does  not  illustrate  the  need  for 
external  intervention  in  another  form,  the 
breast  cancer  movement;  rather,  it  points  out 
another  set  of  health  care  activists  whose  con- 
cerns are  similar  to  those  of  other  health  care 
movements  in  the  mountains  and  who  pre- 
sent important  groups  for  community-based 
coalitions  concerned  with  cancer  to  deal  with. 

Cancer  Survivors  and  Activists 

Although  individuals  participating  in  grass- 
roots cancer  organizations  run  the  gamut  in 
terms  of  prior  experience  with  feminism  and 
other  social  movements,  the  origins  of  cancer 
activism  as  a  national  phenomenon  can  be 
traced  back  to  the  1970s  and  the  development 
of  the  women's  health  movement.  The  princi- 
pal concern  of  the  women's  health  movement 
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was  to  establish  access  for  all  to  )^\necolo^ital 
and  obstetrical  care  that  was  both  medically 
sound  and  sensitive  to  women's  needs 
(Cambridge  Documentary  Films  197;-5). 

In  the  1970s,  the  struggle  to  make  birth 
control  safe  and  to  legalize  abortion  made 
clear  the  differences  between  the  medical 
services  available  to  poor  women  and  women 
of  color  and  those  available  to  women  of 
financial  means  (Seaman  and  Seaman  1978; 
Gordon  1974).  Although  this  was  a  major 
problem,  it  was  one  that  could  he  remedied 
through  chcUiges  in  existing  programs  and  the 
establishment  of  women's  health  clinics  to 
offer  quality  care  to  all.  regardless  of  ability  to 
pay  (Boston  Women's  Health  Ciollective  1992; 
Ruzek  1978;  Lewin  and  Olesen  198S).  At  the 
same  time,  women  m  (he  luirgeoning  health 
movement  began  to  examine  critiealK  the 
kind  of  training  physicians  received  and  the 
treatment  they  offered  their  patients  and  to 
present  alternative  models  ot  health  (.are  that 
were  more  sensitixe  to  women's  needs  and 
perspectives  (lewin  and  Olesen  198,S; 
Ihrenreich  1978;Corea  1985;  SeulK   1980). 

Related  to  the  concerns  of  the  women's 
health  care  movement,  sc\eral  w'omen  newly 
diagnosed  with  breast  cancer  wrote  personally 
and  profoundly  about  their  encounters  with 
the  medical  s\'steni  and  with  the  prospect  of 
their  mortality  (Kushner  1975,  1984;  Rollins 
1976;  Lorde  1980,  1988;  Metzger  1981).  All 
endeavored  to  make  public  the  personal  expe- 
rience of  coming  to  grips  with  the  diagnosis 
of  breast  cancer  and  making  decisions  about 
treatment  under  high-pressure  circumstances. 
For  Rose  Kushner,  the  effort  to  "go  public" 
was  coupled  with  her  activities  as  an  advocate 
for  alternatives  to  what  w^re  then  considered 
standard  treatment  for  breast  cancer:  one-step 
surgical  procedures — in  which  biopsy  was  cou- 
pled with  mastectomy  if  the  biopsy  proved  to 
be  positive — and  the  Halsted  or  "radical"  mas- 
tectomy in  which  the  breast  was  removed 
along  with  the  chest  muscles  and  underlying 
lymph  nodes  from  the  area  of  the  breast  up  to 


the  tollaihone  (  Kushner  1975,  1984).  Not  only 
were  suUi  procedures  trightening  and  mutilat- 
ing, Kushner  argued,  but  the\  also  constituted 
poor  medical  treatment. 

Poet  Audre  l.orde  chronicled  tirst  the  experi- 
ence of  surgical  hiops\,  then  later  her  mastec- 
tomy and  her  decision  not  to  "[Xiss"  by 
wearing  a  prosthesis  to  conceal  the  removal 
of  her  breast  (l.orde  1980).  Both  Lorde  and 
Deena  Metzger  wrote  of  the  emotional  as  well 
as  ph\'sical  turmoil  that  followed  diagnosis, 
.u\k\  both  wrote  about  the  struggle  to  accept 
their  bodies.  |)ostniastectomy — Metzger  per- 
haps being  better  known  for  the  photograph 
of  a  woman's  torso  with  a  tree  of  life  embla- 
zoned across  the  space  where  her  breast  had 
once  been  (Metzger  1981).  Lorde  wrote  again, 
when  diagnosed  with  metastatic  breast  cancer, 
of  her  decision  to  rely  on  unconx  entional  can- 
cer therapies  and  of  facing  death  (Lorde  1988). 

Ihe  power  of  these  narratives  is  derived  not 
onl\  from  their  emotional  content  but  also 
trom  their  frank  and  detailed  discussions  of 
the  niedital  procedures  iiuohed  in  screening, 
diagnosis,  and  treatment  of  various  stages  and 
types  of  breast  cancer.  Ihey  provided  new  and 
different  perspectives  on  cancer  and  its  clini- 
cal treatment.  As  with  the  women's  health 
movement  in  general,  the  narratives  of 
women  fighting  breast  cancer  were  based  on 
the  assum[ition  that  proxitling  information  to 
women  enabled  them  to  make  better  decisions 
about  possible  treatment  and  thus  improved 
their  chances  for  recovers-  (Bruning  1985). 

For  other  women,  these  narrative  accounts 
provided  more  than  self-help  guides.  The  testi- 
monies of  cancer  sur\  i\ ors  served  as  rallying 
cries  urging  women  to  declare  breast  cancer  a 
social  problem  as  well  as  a  personal  tragedy 
(Lorde  1980,  1988;  White  1990;  Butler  and 
Rosenblum  1991;  Brady  1991).  The  women's 
health  movement  has  witnessed  the  writing  of 
additional  individual  accounts  and  informa- 
tional texts,  while  the  numbers  of  new^  diag- 
noses and  deaths  from  breast  cancer  continue 
to  rise  (White  1990;  Butler  and  Rosenblum 
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1991;  Brady  1991;  Stocker  1991;  Wilber  and 
Wilber  1991;  Wadler  1992;  Brinker  and  Harris 
1990;  Kelly  1991;  Love  and  Lindsey  1991). 
In  addition  to  the  creation  of  a  collective 
authorship  and  readership  around  the  issue 
of  breast  cancer,  women  have  come  together 
through  support  groups  for  cancer  patients 
to  discuss  the  difficulties  they  encountered 
in  the  aftermath  of  diagnosis  and  treatment. 
Although  the  emotional  crises  of  coping  with 
disability  and  the  prospect  of  one's  death  pro- 
vided much  impetus  for  such  discussions,  con- 
versations also  turned  to  recommendations — 
born  of  experience — for  ways  to  deal  with 
chemotherapy  and  how  to  consult  physicians 
for  second  opinions.  Patient  advocates  began 
meeting  in  other  ways  to  talk  about  the  need 
for  better  information  and  services  geared  to 
the  specific  problems  of  women  with  cancer  as 
well  as  the  urgent  need  for  innovative  research 
on  the  origins  and  treatment  of  reproductive 
cancers.  Thus,  the  breast  cancer  movement 
was  born. 

We  Will  No  Longer  Die  Quietly 

Across  the  country,  as  the  1980s  gave  way 
to  the  1990s,  cancer  survivors,  advocates,  and 
activists  have  formed  a  variety  of  grassroots 
organizations  that  go  beyond  self-help  to 
address  other  aspects  of  the  crisis  of  breast 
cancer.  Whereas  some  groups  focus  on  breast 
cancer  exclusively,  others  deal  with  reproduc- 
tive cancers  or  the  wider  array  of  health  prob- 
lems to  which  women,  in  particular,  are 
susceptible.  However,  even  in  the  latter  orga- 
nizations, breast  cancer  remains  a  point  of 
concentration  for  programmatic  efforts 
because  of  the  enormous  number  of  women 
newly  diagnosed  or  experiencing  recurrent 
breast  cancer. 

For  grassroots  groups  centered  around  breast 
cancer,  there  are  divisions  between  organiza- 
tions whose  primary  objective  is  to  make  sup- 
port services  readily  available  to  women 
diagnosed  with  breast  cancer  and  those  orga- 
nizations involved  in  changing  public  policies 


and  perceptions  regarding  this  disease.  Table  1 
presents  a  list  of  support  services  offered  to 
women  with  breast  cancer.  Still  other  groups 
serve  particular  populations  of  women — poor 
women,  women  who  are  underinsured  or 
uninsured,  lesbians,  rural  women,  and  women 
of  color — who  have  limited  access  to  basic 
health  care,  in  addition  to  few  facilities  that 
are  equipped  to  detect  and  treat  breast  cancer. 
Finally,  there  are  some  advocacy  groups  that 
combine  aspects  of  all  the  grassroot  groups 
listed  above  in  their  statements  of  purpose 
(National  Women's  Health  Network  1993). 

One  characteristic  that  distinguishes  grass- 
roots advocacy  groups  from  nonprofit  organi- 
zations such  as  the  American  Cancer  Society  is 
that  when  they  offer  support  services  they  do 
so  as  part  of  the  community  affected  by  can- 
cer. Such  grassroots  organizations  begin  with 
personal  knowledge  of  the  limited  resources 
available  to  women  fighting  cancer  and  a 
recognition  of  the  need  for  alternatives  to 
existing  systems  of  health  care  and  social 
support  in  the  community.  The  anger  and 
conflict  that  marked  the  pages  of  Lorde's  and 
Kushner's  personal  histories  are  reflected  in 
the  efforts  of  cancer  survivors  to  develop  com- 
munity-based programs  that  replace  the  idea 
of  technology-based  cures  with  human,  cul- 
turally sensitive  assistance.  Thus,  grassroots 
breast  cancer  groups  deal  with  the  legal  crises 
that  befall  cancer  patients  by  offering  work- 
shops and  referral  services  for  problems  in 
securing  disability  or  insurance  coverage,  for 
example,  while  simultaneously  pressing  poli- 
cymakers for  changes  in  the  legislation  that 
addresses  these  issues. 

Breast  cancer  survivors  and  advocates  have 
learned  from  the  AIDS  movement  about  the 
importance  of  challenging  existing  research 
priorities  and  resource  allocations.  Breast  can- 
cer groups  have  created  political  strength  suf- 
ficient to  attract  the  attention  of  legislators 
and  members  of  the  scientific  community  to 
these  matters  through  collective  efforts,  as 
members  of  the  National  Breast  Cancer 
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TABLE  1 


Support  services  for  women  with  breast  ciineer 

Breast  Reconstruction 

Patient-(^entered  Medicine 

Care 

Prosthesis 

•  Hospice 

•  [Postoperative  care  (home  aiul  hospital) 

Referral  Service 

Counseling  ipcci  iuui  pn>tessiuihil) 

•  Second  opinions 

•  Specialists 

Complementary  Therapies 

(iilli'iHiili\'c  iiiiil  iiiljiiikti\v) 

Support  (jrou|> 

Detection 

•  hereaxenuiU 

•  ikeast  screenin.u  aiiti  inarnmourapiiy 

•  1  rKMuls  ,iiul  iamiK' 

•  IVer 

Education  and  Intorniation 

•  rrofcssional 

•  Breast  selt-exaiiiiiiation  training 

•  Classes  in  relaxation,  [miii  management, 

Specialized  1  real  men  I 

and  bioteedhack 

•  Bone  marrow  transplant  antl  information 

•  Information  hotline 

•  Clinical  trials 

•  Lecture  series 

•  1a  niphedema  sfr\  ices 

•  library  ri'sources: 

•  New  treatments  arul  investigati\e  drugs 

—scientific  journals,  intormational  guides, 

•  I'lusical  rehabilitation 

and  writings  for  mmI  In  cancer  patients 

•  1  umor  board 

•  Newsletters 

•  IMusKJaiis  Data  Query  (I'DQ) 

V  <»liinteer  Assistance 

•  rolitical  achocacy 

•  (  hiUt  care 

Legal  Services 

•  1  lousework 

•  Meal  preparation  anti  tleli\er\' 

Nutrition 

•  Transportation 

•  Information 

•  Services 

Wigs 

Source:  Adapted  from  Shopland  and  Massey  1990,  p.  55. 


Coalition  (NBCC),  the  National  .Alliance  of 
Breast  Cancer  Organizations,  and  otiier  state 
and  regional  coalitions. 

In  1992,  for  example,  NBCC  and  its  mem- 
bers successfully  lobbied  Congress  to  approve 
a  budget  of  more  than  $400  million  for  breast 
cancer  research,  an  almost  threefold  increase 
from  the  federal  budget  for  breast  cancer 
research  of  the  previous  year  (Love  199.-?;  Ms. 
1993).  These  efforts  even  required  rebutting 
criticism  of  their  success  {Nature  1992;  Culton 


1992).  I-'or  example,  when  the  \nv  )ork  Viincs 
criticized  NBCC's  success,  .NBCC  president 
Frances  Visco  responded: 

lu  benu)iuiin^  the  iihinipiihition  of  the  hiui^et 
process,  the  editoricil  writer  profouihily  missed 
the  point.  Tiiehiireiiiieriitiex^ii"'-''-  '/'''^  ileter- 
in'ine  how  niiuh  money  goes  towurils  research 
are  deadly  serious  to  us,  tlie  woifien  witli  breast 
cancer.  We  liave  not  been  outrageous — we  liave 
not  yet  bared  our  chests  to  sliow  our  scars  or 
pelted  Congress  witli  prostlieses — not  yet.  But 
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we  will  no  longer  adhere  to  a  courtesy  that  costs 
us  our  lives.  (F.  Visco,  personal  communication, 
November  16,  1992) 

These  were  more  than  angry  words.  In  the 
same  letter,  Visco  gave  notice  of  "a  revolu- 
tion" staged  by  and  for  the  "more  than 
2.8  million  American  women  [who]  have 
breast  cancer." 

Some  breast  cancer  activists  emulated  the 
"treatment  activism"  used  by  groups  address- 
ing HIV/AIDS.  When  requests  for  more  and 
better  treatments  yielded  little  response,  AIDS 
activists  resorted  to  underground  laboratories 
and  pipelines  and  confrontational  strategies 
as  ways  of  expanding  the  access  of  desperately 
ill  people  to  state-of-the-art  health  care  (Shilts 
1987).  At  the  same  time,  treatment  activists 
helped  create  a  more  interactive  form  of  scien- 
tific research,  which  features  community  advi- 
sory boards  for  research  programs,  parallel 
tracks  or  expanded  access  to  clinical  trials,  and 
compassionate  release  of  experimental  treat- 
ments with  demonstrated  therapeutic  efficacy. 
In  so  doing,  AIDS  activists  gained  greater  par- 
ticipation in  decision  making  about  AIDS 
research  and  treatment,  increased  respect  from 
some  portions  of  the  medical  community,  and 
access  to  more  effective  treatments  for  HIV 
(Wachter  1992;  Cotton  1990;  Merigan  1990). 
The  path  to  these  consequences  remains  filled 
with  conflicts  over  the  protection  of  the  pub- 
lic from  unproven  treatments  on  the  one 
hand  and  access  to  potentially  effective 
treatments  on  the  other. 

In  a  similar  spirit,  breast  cancer  activists 
have  been  working  to  create  community 
liaisons  with  cancer  centers  and  university 
research  programs  as  well  as  to  have  women 
with  breast  cancer  sit  on  commissions  that 
review  proposals  for  clinical  research  (Love 
1993;  President's  Cancer  Panel  1993).  Breast 
cancer  activists  want  to  facilitate  access  to 
improved  treatment  and  prevention.  They 
want  state-of-the-art  treatment  to  be  made 
available  to  all  women  with  breast  cancer, 
not  simply  to  those  with  sufficient  financial 


means.  Access  to  quality  care  will  be  fully 
achieved  through  overall  reform  of  the  health 
care  system — an  objective  that  breast  cancer 
activists  endorse.  In  the  short  term,  concern 
over  access  translates  into  proposals  for  (1)  the 
expansion  of  clinical  trials  for  women  with 
breast  cancer  to  include  populations  currently 
underserved,  including  women  with  advanced 
disease  and  young  women  often  excluded  for 
reasons  of  liability;  (2)  better  systems  for 
informing  breast  cancer  patients  of  treatment 
alternatives,  including  clinical  trials;  and 
(3)  more  extensive  physician  education  on 
promising  treatments  and  their  implications 
for  current  standards  of  care  (President's 
Cancer  Panel  1992). 

Breast  cancer  and  treatment  activists  advo- 
cate for  treatments  that  might  sustain  women 
for  progressively  longer  periods  of  disease-free 
survival  and  provide  for  a  better  quality  of  life. 
In  the  tradition  of  Rose  Kushner,  treatment 
activists  call  for  new  drugs  to  be  tested  and  for 
treatments  that  are  less  toxic,  less  devastating, 
and  more  effective.  They  challenge  the  use  of 
the  word  "cure"  by  clinicians  and  researchers 
to  describe  treatment  options  that  offer  the 
prospect  of  5-year  periods  of  disease-free  sur- 
vival. Inasmuch  as  mortality  rates  have  not 
improved  in  the  past  four  decades,  describing 
periods  of  survival  as  "cures,"  say  treatment 
activists,  only  serves  to  mask  the  gravity  of 
the  problem  for  individual  women  with 
breast  cancer  and  for  a  society  beset  by  a 
disease  still  poorly  understood  (Kelsey  and 
Gammon  1991;  Lancet  1993). 

Finally,  breast  cancer  activists  have  called 
for  research  into  the  prevention  of  breast  can- 
cer as  well  as  its  treatment.  In  place  of  the 
current  emphasis  on  "secondary  prevention" 
through  early  detection,  cancer  activists  have 
advocated  for  research  that  moves  beyond 
simplistic  assessments  of  environmental  fac- 
tors and  other  possible  causes  of  breast  cancer 
(Krieger  1989;  Jones  and  Powles  1991;  Raloff 
1993).  Such  research,  advocates  believe,  com- 
plements but  does  not  replace  the  need  for 
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community-based  programs  to  screen  women 
for  breast  cancer  and  the  need  for  more  accu- 
rate and  less  invasive  methods  of  detection, 
such  as  the  development  of  tumor  markers  or 
blood  tests  (President's  Cancer  Panel  1992). 

Health  Care  Activism 

and  Commuinity  Initiatives 

in  Appalachia 

Many  lessons  can  be  learned  from  the  breast 
cancer  movement,  not  the  least  of  which  is 
that  people  affected  by  diseases  such  as  breast 
cancer  can  engage  successfully  in  organized 
discussions  and  actions  concerning  health 
problems  and  strategics  for  contending  with 
these  problems  (Riessman  et  al.  1992;  Gamson 
1991;  Friedman  and  McAdam  1992).  The 
knowledge  base  and  experiences  of  these 
activists  and  advocates  are  different  troin 
those  within  the  health  care  system.  As 
Chapter  ^  points  (nit,  what  health  profcssicm- 
als  describe  as  fataliMii  may  be  a  pragmatic 
assessment  by  potential  clients  of  their  risk  for 
a  given  disease  or  the  likeliiiootl  of  ohtdiiiiii.i; 
good  care  (meaning  eiiltui\ill\  as  well  as  tech- 
nically appropriate  care)  (Millon-l  'rulerwood 
etal.  1993). 

By  contrast,  both  lueasl  eaneer  ,\\\d  AIDS 
activism  illustrate  myriad  ways  that  members 
of  comnumities  mobilize  to  respond  to  prob- 
lems that  jeopardize  their  health  and  well- 
being  (President's  Cancer  Panel  1992;  Ruzek 
1978;  White  1990;  Brady  1991;  1  reudenberg 
and  Trinidad  1992;  Schoepf  1992;  Krieger  and 
Margo  1990).  Community  groups  confront 
not  only  the  problems  experienced  by  individ- 
uals diagnosed  with  life-threatening  diseases 
such  as  breast  cancer  or  HIV/AIDS  but  also  the 
social  consequences  of  illness:  loss  of  income 
and  other  crucial  resources  caused  by  the  dis- 
ability of  those  who  were  formerly  wage  earn- 
ers; reorganization  of  systems  of  care  around 
those  who  are  ill,  rather  than  young  and  elder- 
ly members  of  households;  and  fragmentation 
of  social  networks  by  illness,  death,  or  over- 
burdening of  people  who  were  once  active 


members,  to  mention  some  of  the  most  ob\i- 
ous  repercussions.  At  the  same  time,  commu- 
nities are  responding  to  problems  that  more 
broadly  reflect  povert\',  racism,  sexism,  homo- 
phobia, and  the  vicissitudes  of  life  in  the  late 
20th  century  (White  1990;  Brady  1991; 
Stocker  h>^M ;  I  reudenberg  and  Irinidad  1992; 
Krieger  and  Margo  1990;  Ankrah  1991;  Fee 
and  Fox  1992;  Farmer  1992;  Herdt  and 
l.indenbaum  1992;  ACF  UP/NY  Women  and 
AIDS  Book  Croup  1990).  Communities  reflect 
specific  intersections  of  geographic  or  regional 
orientation  and  social  concerns,  among  which 
health  care  crises  such  as  HIVVAJDS  or  cancer 
figure  prominentK'. 

lor  the  most  part,  communities  in 
Appalachia  ha\e  apprcxiched  issues  of  illness 
and  health  care  through  the  arena  of  labor, 
in  relation  to  the  rights  of  workers  (and  their 
fainiliesi  to  health  care  and  compensation  for 
illnesses,  injuries,  or  deaths  related  to  occupa- 
tion. Thus,  for  example,  coalmining  commu- 
nities in  .\ppalachia  organized  the  black  lung 
mox  einent-  at  one  point,  confronting  even 
the  I'nitetl  Mine  Workers  of  America  (UMWA) 
as  well  as  the  coal  iiuUistrw  the  medical  pro- 
fession, A]\i.\  the  go\ernment.  The  aim  of  the 
black  lung  nioxement  was  to  secure  disability 
benefits  as  well  as  medical  treatment  for  min- 
ers who  tle\elo|)ed  chronit  pulmonary  disease 
as  a  result  ot  tlieir  exposure  to  coal  dust 
(Judkins  1986,  1993;  Smith  1987).  Concerns 
about  access  to  health  care  and  disability 
compensation  for  retired  as  well  as  active 
coal  miners  similarly  have  fueled  the  activities 
of  UMWA,  as  was  the  case  in  the  1989  strike 
against  the  Pittston  Coal  Company  (Giardina 
1989;Couto  1993). 

Similarly,  with  respect  to  the  issue  of  pollu- 
tion, grassroots  organizations  have  addressed 
the  deterioration  of  land,  air,  and  water  in 
Appalachia  as  both  an  economic  matter  and 
a  health  concern.  These  environmental  and 
economic  problems  pertain  especially  to 
industries  regarded  as  important  contributors 
to  household  and  regional  economies  but 
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that  nonetheless  threaten  the  health  of  their 
employees  and  contaminate  local  environ- 
ments through  illegal  methods  for  handling 
toxic  or  waste  materials.  Connie  White,  past 
president  of  Save  Our  Cumberland  Mountains 
(SOCM),  a  citizen  organization  formed  in 
1971  in  eastern  Tennessee,  observed  the 
impact  of  environmental  contamination  on 
her  own  community  in  terms  reminiscent 
of  the  anger  and  frustration  of  other  health 
care  critics. 

Living  downstream  [from  the  factories  in  Oak 
Ridge,  Tennessee],  where  even  the  municipal 
water  system  at  Kingston  has  had  to  be  turned 
off  at  times  because  of  mercury  spills,  I  saw  my 
father  and  four  out  of  five  of  his  sisters  who 
stayed  in  Roane  County  get  cancer.  I  saw  the 
Oak  Ridge  plants  fight  to  try  to  continue  to 
exempt  themselves  from  the  water  and  air  qual- 
ity regulations  that  help  protect  us,  to  literally 
say  they  are  above  the  law.  But  we  also  know 
from  our  own  experience  that  these  Oak  Ridge 
jobs  sometimes  are  the  only  chance  that  we  as 
ordinary  people  have  to  make  a  decent  living, 
to  have  good  health  insurance  which  can  literal- 
ly make  the  difference  between  life  and  death, 
and  have  a  retirement  where  we  can  live  with 
the  dignity  that  is  so  well  deserved  (White 
1993,  p.  6). 

In  some  instances,  community  organiza- 
tions operated  as  coalitions  uniting  workers 
and  area  residents  in  opposition  to  industries 
that  violate  environmental  and  safety  regula- 
tions, as  happened  in  the  instance  of  a  long 
but  ultimately  successful  struggle  to  decom- 
mission a  hazardous  waste  processing  facility 
in  western  North  Carolina  (Anglin  1986). 
However,  as  White  (1993)  noted,  the  chal- 
lenge for  organizations  such  as  SOCM  is  to 
balance  the  need  for  "a  decent  living"  with 
local  and  regional  policies  that  safeguard  the 
environment  and  the  health  of  people  who 
live  "downstream." 

Beyond  questions  of  whether  and  how 
grassroots  groups  and  labor  unions  have  suc- 


ceeded in  efforts  to  hold  industries  account- 
able to  local  communities  is  a  much  larger 
issue:  that  is,  that  health  and  illness  are 
viewed  by  some  groups  in  Appalachia  as 
political  matters,  just  as  they  are  considered 
political  concerns  by  health  care  activists 
and  advocates  elsewhere.  Rather  than  fatalism 
or  acquiescence,  these  efforts  are  sophisticated 
analyses  and  organized  efforts  for  change,  as 
Chapter  5  in  this  monograph  would  lead  us 
to  expect. 

Building  Health  Care  Coalitions 

If  labor  and  other  community  activists  in 
Appalachia  have  treated  the  issue  of  health 
care  as  a  political  and  economic  concern, 
some  health  care  providers  in  the  region  have 
considered  economic,  social,  cultural,  and  oth- 
er factors  in  addressing  the  needs  of  their  con- 
stituencies. This  is  perhaps  most  evident  in 
parts  of  rural  Appalachia  where  mountain 
passes  and  miles  of  highway  mark  the  distance 
between  homes  and  health  care  clinics  or  the 
nearest  factory  and  there  is  no  such  thing  as 
public  transportation.  It  is  not  just  that  finan- 
cial means,  work  schedules,  availability  of 
child  care  or  transportation,  and  physical  dis- 
tance make  it  more  or  less  possible  for  area 
residents  to  use  the  resources  of  health  depart- 
ments, clinics,  and  hospitals.  Equally  impor- 
tant determinants  of  "accessibility"  are  the 
ways  that  health  care  programs  are  structured 
and  the  relationships  between  the  providers 
of  health  care  and  the  communities  in  which 
their  programs  are  located. 

This  point  is  underscored  by  anthropologi- 
cal field  research  interviews  with  providers 
and  administrators  of  health  care  programs 
in  two  western  North  Carolina  counties.^  For 
health  care  to  be  truly  accessible  to  people  in 
western  North  Carolina,  providers  and  admin- 
istrators argued,  it  must  be  responsive  to  the 
local  communities  in  the  spirit  as  well  as  the 
format  of  programs  offered  by  health  depart- 
ments, hospitals,  or  freestanding  clinics. 

For  example,  one  nurse  from  a  well-regarded 
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county  health  department  spoke  simultane- 
ously about  what  it  had  been  like  to  grow  up 
and  to  raise  her  own  children  in  that  county 
and  about  the  evolution  of  the  health  depart- 
ment, with  which  she  had  been  associated 
since  its  inception.  She  combined  her  educa- 
tion at  a  nationally  recognized  university  and 
her  reliance  on  the  terminology  of  public 
health  with  her  knowledge  of  the  area.  This 
nurse  spoke  about  clinics  and  hcMue  hedllh 
visits  as  someone  who  lived  in  the  comiiumi- 
ty,  not  simply  as  one  who  served  ii.  I  he 
women  she  saw  in  maternal  and  Uiild  lualth 
clinics  were  people  she  had  known  tor  years 
and  whom  she  treated  as  long-term  acquain- 
tances as  well  as  patients.  1  his  increased  Ihcir 
reason  to  trust  her. 

Similar  themes  were  reflected  iti  iiitcr\  iews 
with  other  health  care  providers  diul  adminis- 
trators of  well-attended,  popular  programs. 
Providers  and  administrators  im'oKed  in  a 
range  of  health  care  services  and  clinics  held 
in  common  a  conviction  that  effective  "com- 
munity outreach"  was  based  (i\]  the  informal 
and  formal  tics  they  forged  with  other  counts- 
residents  as  well  as  their  own  coiiiniitinent  to 
these  communities.  To  state  the  point  ditter- 
ently,  it  was  in  the  spirit  of  advocacy,  rather 
than  professional  distance,  that  successful 
health  care  programs  were  offered  by 
providers  and  received  by  constituencies 
in  the  mountains. 

A  crucial  dimension  of  organizing  successful 
community-based  health  coalitions,  such  as 
those  supported  by  the  Appalachia  Leadership 
Initiative  on  Cancer,  is  the  collaboration  of 
health  and  community  service  professionals 
with  locally  based  health  care  advocates  and 
activists.  The  insights  and  concerns  of  health 
care  activists  and  advocates  outlined  in  this 
chapter  suggest  the  problems  and  prospects 
of  such  collaboration.  Some  recommendations 
that  are  based  on  the  testimony  of  cancer  sur- 
vivors and  advocates  to  the  President's  Cancer 
Panel,  Special  Commission  on  Breast  Cancer, 
offer  specific  direction  to  community-based 


health  care  coalitions  such  as  those  organized 
through  ALIC  (President's  Cancer  Panel  1992). 

►  Engage  self-defined  community  leaders, 
male  and  female,  in  outreach  initiatives.  Do 
not  rely  solely  on  professionals  (even  if  local 
residents)  for  programmatic  efforts. 

►  Listen  to  the  ad\  ice  of  community  leaders 
cuul  members  alK)ut  the  problems  they  recog- 
nize, cuul  luiild  a  collecti\e  approach,  not  a 
unilateral  agenda. 

►  Locate  state  and  regional  grassroots 
health  activists  and  organizations.  Read 
their  newsletters  and  consult  with  them 
about  conmuinit) -based  health  initiatives. 

►  Locate  grassroots  organizations  in  the 
area,  wliuh  nia\  or  nia\  not  directly  pertain 
to  health  care,  antl  consult  tiiem  on  the 
general  concerns  of  lotdl  communities  in 
the  mountains. 

►  .\dtlress  the  [Hohlems  of  rural  comnumi- 
ties:  lack  of  transportation,  underfunded  lonal 
health  care  programs,  and  inaccessibility  of 
specialized  care  caused  by  geographic  distance 
from  regional  centers  and  the  cost  of  medical 
services. 

►  Address  the  burden  [placed  on  the  working 
poor  in  using  health  facilities:  finding  child 
care  and  time  awav  from  wage-earning  acti\i- 
ties  to  come  to  pui^lic  health  programs  during 
operating  hours;  waiting  for  screening  pro- 
grams often  available  only  on  a  weekly  or 
monthly  basis  and  for  which  there  is  a  backlog 
c^f  cases;  and  coping  with  competing  demands 
to  obtain  health  care  and  to  provide  care  for 
other  household  members  who  are  ill. 

►  Call  on  local  institutions  as  resources 
in  organizing  educational  forums  on  the 
initiative.  Ihe  material  presented  must  be 
sensitive  to  the  norms  and  practices  of  local 
communities. 

►  Develop  educational  materials  for  distrib- 
ution to  local  health  care  providers  and  com- 
munity institutions.  Where  possible,  the 
materials  should  be  written  in  collaboration 
with  representatives  from  the  region. 
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►  Expend  resources  to  make  screening  tech- 
nologies and  treatment  programs  more  readily 
available  to  local  communities.  Provide  train- 
ing for  local  health  care  providers  so  that  they 
are  aware  of  current  standards  of  treatment 
for  cancer. 

►  Use  ALIC  as  an  opportunity  to  explore 
environmental  cofactors  in  the  etiology  of 
cancer.  Develop  a  format  to  gather  intensive 
epidemiological  data  on  local  risk  factors  and 
cancer  patterns. 

Far  from  being  exhaustive,  this  list  repre- 
sents some  of  the  demands  routinely  made  by 
health  care  activists.  They  also  represent  good 
community  health  education  practice.  In  the 
present  context,  they  are  proposed  as  recom- 
mendations for  organizing  programs  for  can- 
cer prevention  and  treatment  that  meet  the 
needs  of  communities  in  Appalachia  and  fos- 
ter effective  collaboration  between  health 
care  researchers  and  providers,  the  people 
they  wish  to  serve,  and  groups  of  people 
who  have  already  taken  measures  to  meet 
their  own  needs. 

Notes 

1.  The  research  on  which  this  chapter  is 
based  was  funded  by  the  National  Institute 
on  Aging,  Training  Grant  No.  T32  AG00045, 
through  the  Medical  Anthropology  Program, 
University  of  California,  San  Francisco. 

2.  For  purposes  of  simplicity,  this  chapter 
refers  primarily  to  women  in  speaking  of 
breast  cancer  survivors  and  activists.  However, 
it  should  be  noted  that  although  women  con- 
stitute almost  the  entirety  of  the  population 
with  breast  cancer,  men  also  have  been  diag- 
nosed with  breast  cancer  and  should  not  be 
overlooked.  According  to  the  National  Cancer 
Institute,  the  1989  mortality  rate  for  breast 
cancer  in  men  was  0.3  per  100,000  compared 
with  27.5  per  100,000  for  breast  cancer  in 
women  (Harris  et  al.  1992).  In  addition,  grass- 
roots organizations  dealing  with  breast  cancer 


call  on  men  as  cancer  survivors  and  relatives 
or  supporters  of  women  with  breast  cancer 
to  work  as  allies  and  activists.  Nonetheless, 
the  leadership  and  membership  of  the 
grassroots  movement  is,  for  the  most  part, 
composed  of  women. 

3.  This  research  was  conducted  from  1981 
to  1983,  supplemented  by  more  recent  con- 
versations with  health  care  providers  as  well 
as  additional  anthropological  field  research 
from  1987  to  1988  on  factory  workers  in 
Appalachia. 
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SECTION  III 


Sowing  the  Seeds 


In  the  fall  of  1992,  the  Appalachia 
Leadership  Initiative  on  Cancer  (ALIC)  set 
out  to  learn  how  to  help  empower  residents 
of  Appalachia  to  prevent  and  control  cancer. 
The  four  ALIC  projects  (Northern,  North 
Central,  Central  Highlands,  and  Southern) 
together  target  nearly  80  percent  of  the 
Appalachian  region  and  will  develop  projects 
in  11  of  the  13  Appalachian  states.  A  map 
showing  the  four  project  areas  is  presented 
in  Figure  1. 

The  differences  among  the  geographic  areas 
to  be  served  by  each  of  the  four  ALIC  projects 
include  the  mix  of  urban  and  rural  popula- 
tions. ALIC  projects  initially  will  focus  on 
residents  in  rural  areas,  especially  those  who 
lack  resources,  are  medically  underserved, 
and  are  at  great  risk  for  cancer  as  indicated 
by  measures  of  income,  age,  and  education, 
as  Chapter  7  explains.  As  shown  in  Table  1, 
the  number  of  rural  Appalachian  counties 
within  each  ALIC  project  ranges  from  a  low  of 
32  counties  (or  12  percent  of  all  rural  counties 
in  Appalachia)  for  the  Northern  Appalachia 
Leadership  Initiative  on  Cancer  (NALIC)  pro- 
ject to  a  high  of  83  counties  (or  31  percent  of 
Appalachia's  rural  counties)  for  the  Central 
Highlands  Appalachia  Leadership  Initiative 
on  Cancer  (CHALIC)  project.  The  four  ALIC 
projects  will  serve  218  rural  counties  or 
82  percent  of  all  rural  counties  in  the  region. 
Much  already  has  been  learned,  in  general, 
about  this  task  of  ALIC,  as  Sections  I  and  II 
explain.  Section  III  describes  ALIC's  plans 


to  develop  coalitions  that  will  use  existing 
resources  and  state-of-the-art  approaches 
to  improve  cancer  prevention  and  control 
efforts.  ALIC  coalitions,  in  turn,  will  promote 
system  changes  in  communities  and  will 
facilitate  the  development,  implementation, 
maintenance,  and  evaluation  of  long-range, 
comprehensive,  multidisciplinary,  and 
communitywide  cancer  prevention  and 
control  intervention  programs. 

The  four  chapters  of  Section  III  provide 
specific  information  on  each  of  the  ALIC 
projects.  The  emphasis  on  rural  areas  and  on 
both  the  supply  and  demand  aspects  of  the 
cancer  problem  distinguishes  ALIC  from  pre- 
ceding community  change  efforts  by  the 
National  Cancer  Institute  (NCI).  ALIC  also 
will  extend  previous  health  interventions  by 
community-based  coalitions  by  focusing  on 
a  region  with  diverse  groups  rather  than  on 
a  single  racial  or  ethnic  group  regardless  of 
its  place  of  residence. 

The  chapters  of  this  section  also  explain 
that  the  ALIC  program  with  its  four  projects 
attempts  to  move  beyond  previous,  similar 
efforts.  As  described  in  Chapters  3  and  7, 
knowledge  of  cancer  incidence,  mortality,  and 
survival  in  Appalachia  and  among  the  differ- 
ent socioeconomic  groups  who  live  there  is 
incomplete;  hence,  ALIC's  objectives  include 
stimulating  cancer  prevention  and  control 
data  collection  and  research  in  the  region. 
Evaluation  components  to  assess  the  effective- 
ness of  the  initiative  and  its  individual  pro- 
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HGURE  1 

Rural  counties  in 
ALIC  project  areas 


jects  will  provide  valuable  information  on 
approaches  to  cancer  prevention  and  control 
by  community-based  coalitions  that  will 
extend  and  perhaps  sharpen  the  lessons  laid 
out  in  Chapters  8,  9,  and  10.  In  relating  the 
strategies  that  the  four  individual  ALIC  pro- 
jects will  use  to  achieve  the  goals  and  objec- 
tives of  ALIC,  Section  III  necessarilv  focuses  on 


tlie  initial  pKmnin.i;  aiul  coordination  phase  of 
the  projects,  which  have  just  completed  their 
first  year  of  operation.  The  "nuts  and  bolts" 
character  of  Section  111  permits  readers  to 
determine  how  each  ALIC  project  has  incorpo- 
rated the  insights  provided  in  Sections  I  and 
II.  Time  will  reveal  how  well  each  project 
incorporates  those  insights.  Likewise,  the 
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TABLE  1 


Rural  Appalachian  counties  served  by  ALIC  projects* 

ALIC  Project 

Number  of 
Rural  Counties 

Percent  of 

Appalachian 

Rural  Counties 

NALIC 

32 

12 

NCALIC 

57 

21 

CHALIC 

83 

31 

SALIC 

46 

17 

Project  Totals 

218 

82t 

Appalachia  Total 

266 

100 

*See  Appendix  F  for  definition  of  rural  county. 

"tDue  to  rounding. 

experience  of  each  ALIC  project  over  the 
next  few  years  will  provide  insights  that 
can  be  shared  with  programs  that  follow. 

Before  each  project  is  discussed,  some  back- 
ground about  the  ALIC  program  is  useful. 
Under  a  cooperative  agreement,  a  partnership 
has  been  established  between  each  ALIC  pro- 
ject and  NCI.  The  role  of  NCI  is  to  provide 
program  advice  and  technical  assistance 
chiefly  through  NCI's  ALIC  program  director. 
Each  of  the  four  projects  is  responsible  for 
the  planning,  direction,  and  execution  of  its 
respective  activities.  Institutions  that  receive 
NCI  awards  will  organize  and  initially  support 
area  offices  that  will  be  staffed  by  full-time 
community  coordinators  and  relevant  support 
stafL  The  coordinators  will  facilitate  the  estab- 
lishment of  coalitions  within  the  project  areas 
and  interact  with  them.  An  ALIC  steering 
committee,  composed  of  the  NCI  ALIC  pro- 
gram director  as  well  as  project  staff  (principal 
investigators  and  project  managers)  from  the 
four  projects,  has  been  established  to  provide 
guidance,  coordination,  and  support  for  pro- 
gram activities  and  to  identify  program  needs 
and  resources.  For  example,  the  steering  com- 


mittee has  already  identified  the  need  for 
workshops  on  community  development  and 
cultural  issues  in  Appalachia,  evaluation,  and 
development  of  project  materials  and  mes- 
sages for  special  populations  such  as  low- 
literacy  groups.  Figure  2  illustrates  the 
organizational  arrangement  of  ALIC.This  out- 
reach initiative  will  advance  through  two 
broad,  overlapping  phases. 

►  Phase  1,  lasting  1  year,  includes  area- 
wide  planning  and  coordination  of  outreach 
resources  and  contacts.  Activities  include  plan- 
ning strategies  for  identifying  and  recruiting 
community  leaders  and  developing  and  sup- 
porting community  coalitions  within  defined 
geographic  areas.  This  phase  also  will  focus  on 
developing  specific  plans  for  evaluation,  pro- 
ject implementation,  and  management  as 
well  as  producing  a  plan  for  developing  and 
disseminating  project  messages,  materials, 
and  products. 

►  Phase  2  will  begin  during  the  second 
year  of  the  projects.  Implementation,  evalua- 
tion, and  documentation  of  outreach  activities 
will  be  initiated  according  to  the  comprehen- 
sive strategies  and  time  schedule  developed  in 
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Figure  2.  Organizational  arrangement  of  the  Appalachian  Leadership  hiitiative  on  Cancer 
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Phase  1.  Progress  will  be  measured  by  estab- 
lished milestones.  The  third,  fourth,  and  fifth 
years  are  to  be  continuations  of  the  activities 
created  in  the  first  and  second  years.  Special 
emphasis  on  data  analysis  and  the  dissemi- 
nation of  project  findings  will  occur  in  the 
fifth  year. 

In  their  applications  for  the  ALIC  coopera- 
tive agreement  awards,  the  four  successful 
projects  outlined  preliminary  strategies  for 
meeting  the  goals  and  objectives  of  the  initia- 
tive. As  the  projects  conducted  their  first  year 
of  planning  and  coordination,  1992-1993, 
they  refined  and  expanded  those  initial 
schemes.  The  approaches  described  in  the 
chapters  that  follow  are  still  in  formation 
and  will  change  according  to  input  from 
advisory  committees,  needs  assessments, 
coalition  members,  focus  groups,  process  eval- 


uations, and  other  sources  of  feedback.  As  the 
projects  learn  how  their  contexts  (which  were 
developed  in  the  general  terms  described  in 
Sections  I  and  II)  affect  their  work,  they  will 
undoubtedly  make  additional  adjustments. 

Each  of  this  section's  chapters  has  a  similar 
format  and  examines  each  ALIC  project  for 
the  same  elements.  Thus,  the  chapters  explain 
the  institutional  actors  for  each  project;  the 
populations  to  be  served;  common  character- 
istics of  each  project's  area;  the  incidence 
and  risks  of  cancer  in  the  four  areas;  plans  to 
mobilize  leaders,  organizations,  and  commu- 
nities; and  the  coalition  building  blocks  of 
each  project.  In  addition,  the  chapters  exam- 
ine how  each  project  plans  to  develop  a  net- 
work of  coalitions,  the  development  and 
dissemination  of  intervention  programs  and 
strategies,  project  evaluation  plans,  and  initial 
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planning  issues  based  on  early  experiences. 
Taken  together,  these  elements  describe  the 
specific  methods  the  projects  will  use  to  bring 
about  change  and  the  difference  they  intend 
to  make. 

The  enthusiasm  and  ambitious  intentions 
of  the  ALIC  program  and  projects  are  tem- 
pered with  knowledge  that  some  things 
change  slowly  and  imperceptibly.  Mountains 
are  worn  down  by  millennia  of  wind,  rain, 
and  snow.  Rivers  gradually  carve  wider,  deep- 
er, or  new  channels  over  centuries  of  traveling 
to  the  ocean.  Other  changes  happen  more 
rapidly,  sometimes  bringing  disaster,  disloca- 
tion, or  other  hardship.  Appalachians,  espe- 
cially rural  Appalachians,  are  familiar  with 
both  kinds  of  change.  Many  still  live  in  the 
mountains  or  valleys  where  their  families  set- 
tled generations  ago.  Many  have  witnessed 
changes  that  have  transformed  and  sometimes 
disrupted  lives  in  their  communities.  The 
industrialization  of  certain  areas  in  the  region 
and  later  the  closing  of  factories,  the  building 
of  waste  treatment  plants,  or  natural  disasters 
such  as  floods  and  blizzards  have  forced 
Appalachians  to  cope  with  abrupt  and  often 
threatening  changes  in  their  lives.  The 
resourcefulness,  cooperation,  and  tenacity 
with  which  they  have  addressed  such  chal- 
lenges have  contributed  slowly  to  the  develop- 
ment of  alliances,  often  informal  and  almost 
imperceptible  to  those  new  to  the  region, 
for  either  resisting  or  promoting  change.  The 
chapters  of  this  section  examine  how  ALIC 
intends  to  build  on  all  these  traditions  to 
develop  strategies  and  practices  that  will 
influence  behaviors  and  systems  in  ways  that 
ultimately  will  improve  cancer  prevention 
and  control  in  the  region. 

The  populations  targeted  by  each  project 
differ  in  ways  that  require  different  outreach 
and  educational  strategies.  The  size  of  the 
population,  age  of  residents,  health  status, 
access  to  and  utilization  of  health  services, 
educational  level,  degree  of  rural  character, 
and  many  other  factors  offer  each  project  a 


different  starting  point  for  its  work.  Similarly, 
the  areas  to  be  served  differ  in  the  rates  and 
forms  of  cancer  and  related  cancer  risks.  In 
addition,  the  various  counties  within  each 
project  area  differ  by  these  same  sorts  of 
factors  and  require  different  starting  points. 

Two  projects,  NALIC  and  Southern 
Appalachia  Leadership  Initiative  on  Cancer 
(SALIC),  share  an  institutional  context  with 
the  Cooperative  Extension  Service;  the  other 
two,  North  Central  Appalachia  Leadership 
Initiative  on  Cancer  (NCALIC)  and  CHALIC, 
are  rooted  in  cancer  centers  within  large  uni- 
versity medical  centers.  These  different  back- 
grounds offer  each  set  of  projects  differing 
starting  points.  The  extension-related  projects 
start  with  broad  experience  in  program  devel- 
opment and  delivery  at  the  local  level  and 
representatives  in  every  county.  The  projects 
rooted  in  cancer  centers  start  with  knowledge 
of  the  resources  and  information  related  to 
cancer  prevention  and  control. 

Despite  their  differences,  the  four  projects 
have  common  features.  Each  is  working 
toward  a  program  of  cancer  prevention  and 
control  that  will  develop  and  support  projects 
involving  both  lay  and  professional  communi- 
ty leaders  as  members  of  community-based 
coalitions.  Each  project  is  responding  to  the 
particular  needs  of  its  population  and  the 
social  and  economic  conditions  in  the  region, 
beginning  with  its  own  perception  of  the  area, 
the  people  to  be  served,  and  the  needs  to  be 
addressed.  Each  project  has  a  primary  institu- 
tional network  with  which  it  is  familiar,  yet 
each  has  incorporated  less  familiar  actors  into 
its  coalition.  This  section  provides  a  summary 
of  the  starting  points  of  each  of  ALlC's  four 
projects.  We  turn  now  to  the  specific  goals 
and  objectives  of  each  ALIC  project  and  to 
the  specific  plans  each  will  use  to  attain  them. 
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Institutional  Context 

The  Cooperative  l-.xtension  Ser\ice  at  the 
Pennsylvania  State  Universit\'  (i'cnii  Slate) 
in  University  Park,  Pennsylvania,  received  an 
award  to  implement  tlu'  NortlKrn  Appalachia 
Leadershi[i  Initiative  on  Cancer  (NAI.IC) 
project.  In  association  with  the  Cooperative 
Extension  Service  ((I  Si  n\  Maryland  at  the 
University  of  Mar\  kuKl,  iIk'  Cornell 
Cooperative  Extension  Ser\  ice  at  Cornell 
University  in  New  \ork,  .\ui.\  the  IVimsylvania, 
Maryland,  and  New  York  divisions  ot  the 
American  Cancer  Society  (ACS),  the  I'enn 
State  project  will  target  all  69  c(Hinties  in 
the  Northern  Appalachian  region. 

The  Cooperative  Extension  Service  of  the 
U.S.  Department  of  Agriculture  (USDA)  is  a 
land-grant  university-based  educational  sys- 
tem established  in  1914  to  provide  technical 
assistance;  disseminate  research-based  infor- 
mation on  agriculture  and  family  life,  includ- 
ing health;  and  sup[K)rt  llie  developiiKiit  of 
the  nation's  youth  through  the  4-11  pr{\^ra^l. 
CES  conducts  nonformal  educational  pro- 
grams in  all  3,150  counties  across  the  United 
States.  The  cooperativeh'  funded  system  is 
financed  jointly  by  federal,  state,  and  county 
money  and  has  concentrated  historically  on 
reaching  residents  of  rural  communities. 
Recently,  CES  has  begun  to  focus  educational 
efforts  to  members  of  the  limited-resource 
population  as  well.  The  Limited  Resource 
Audiences  Committee  of  the  Extension 


System-l'SDA  d  S-l'SDAi  has  recomuK-nded 
that  statf  (.Mansion  progrcUiis  target  the 
socioeconomically  disadvantaged  audience 
by  collaborating  with  other  human  service 
agencies  (Limited  i^esource  Audiences 
Committee  1991 ). 

In  addition,  at  the  federal  le\el.  rural  health 
care  and  safet\  have  been  given  the  highest 
priorilv  lor  educational  programming  by  CES 
in  1*''>4.  Decisions  for  llcollh,  a  report  produced 
by  the  National  Extension  Health  Agenda  Task 
Force  ( 1992),  calls  for  "the  development  of  a 
communitv-motivated  process  of  decision 
making  that  enahks  urban  and  rural  commu- 
nities to  select  lu  Mlth-i\lated  issues  cUid 
develop  collaborative  solutions." 

The  priorities  of  the  Limited  Resource 
.Audiences  C.ommittee  report  of  the  ES-USD A 
and  Decisions  for  Heolth  state  that  rural  initia- 
tives neetl  to  [iro\  ick'  a  model  tor  health  edu- 
cation that  has  a  rural  orientation,  promotes 
community  assessments  to  determine  areas  of 
greatest  need,  increases  coordination  among 
agencies  to  reduce  duplication  of  services, 
identifies  an  information  network  to  address 
health  issues,  and  disseminates  health  infor- 
mation in  a  culturalK'  relevant  manner. 

At  the  county  level,  the  CES  has  offices  and 
staff  in  nearly  every  county  in  Maryland,  New 
York,  and  Pennsylvania.  To  respond  to  federal 
initiatives,  university  specialists  have  devel- 
oped programs  for  counties  to  implement  or 
have  developed  educational  programs  for  local 
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activities.  Many  of  the  programs  related  to 
health  promotion  and  nutrition  have  focused 
on  increasing  the  self-determination  and  well- 
being  of  rural  residents  (Wang  1979;  Halpert 
and  Sharp  1991;  Cordes  et  al.  1978).  Only 
recently  have  community  efforts  such  as 
NALIC  been  developed  to  involve  grassroots 
interests  and  health  care  providers  in  design- 
ing the  content  of  programs  to  help  make 
the  community  health  decision-making 
process  an  integral  part  of  community  life. 
The  NALIC  project  will  extend  and  adapt 
current  activities  of  the  extension  services  in 
Maryland,  New  York,  and  Pennsylvania,  to 
address  cancer  prevention  and  control 
through  a  formal  collaboration  with  ACS  divi- 
sions in  those  states.  The  American  Cancer 
Society  is  a  community-based  voluntary 
health  organization  dedicated  to  eliminating 
cancer  as  a  major  health  problem  by  promot- 
ing cancer  research,  prevention,  and  detection 
programs  and  providing  educational  programs 


and  treatment  services.  Recently,  education 
and  screening  programs  to  serve  socioeconom- 
ically  disadvantaged  people  have  been  a  major 
focus  of  ACS. 

CES  agents  in  Maryland,  New  York,  and 
Pennsylvania  have  been  working  for  many 
years  in  the  area  of  cancer  prevention  and 
control,  particularly  with  the  county-based 
units  of  ACS.  CES  agents  serve  as  volunteers 
with  local  ACS  units,  and  ACS  staff  members 
often  serve  as  CES  volunteers.  In  many  com- 
munities, both  extension  home  economists 
and  ACS  unit  executives  serve  on  both  local 
health  and  human  service  councils.  These 
councils  frequently  undertake  activities  such 
as  community  health  fairs  that  include  cancer 
screening  and  education  activities.  In  each  of 
the  three  states,  extension  agents  have  a  long 
history  of  working  with  ACS.  For  example,  in 
Pennsylvania,  one  agent  spent  20  years  train- 
ing women  in  breast  self-examination  tech- 
niques and  educating  them  about  cancer  risk 


206     The  Appahuiiici  Leiukrship  Initiative  on  Cancer 


reduction.  In  5  years,  this  agent  educated 
more  than  4,000  men,  women,  and  college 
students  on  cancer  screening  and  prevention 
practices.  In  Maryland,  CES  and  ACS  have 
signed  a  formal  memorandum  of  understand- 
ing to  work  cooperatively  in  the  area  of  cancer 
education.  Just  recently,  the  Maryland  CES 
also  began  another  collaboration  with  ACS, 
local  health  departments,  the  University  of 
Maryland  at  Baltimore,  the  University  of 
Maryland  at  College  Park,  and  the  Maryland 
Department  of  Agriculture  in  a  S-A-Day  pro- 
motion program  targeting  women  who  pditK- 
ipatc  in  the  USDA's  Special  Suppknuiital  lood 
Program  for  Women,  Infants,  and  Children 
(WIC).  In  New  York,  nutrition  dnd  cancer  edu- 
cation have  long  been  promotLd  by  extension 
nutrition  specialists  at  Cornell  University's 
Division  of  Nutiitiondl  Sciences. 

With  the  loii.i;  histoiN  of  cooperation 
between  CES  and  ACS,  collaboration  on  the 
NALIC  project  was  inevitable.  In  jcklitit)n, 
because  ACS  has  a  major  focus  on  the  socioe- 
conomically  disadvantaged  population,  each 
state's  divisions  have  organized  a  task  force  to 
address  this  issue.  NALIC  is  seen  as  <in  oppor- 
tunity to  focus  the  work  of  county  ACS  staff 
and  volunteers  on  the  needs  of  the  medically 
underserved  residents  of  rural  Appalachia. 

Because  illiteracy  compounds  the  problem 
of  reaching  many  rural  Appalachians  in  the 
NALIC  region,  NALIC  enlists  the  expertise  of 
the  Penn  State  Institute  for  the  Study  of  Adult 
Literacy.  This  organization  conducts  research, 
provides  staff  development,  and  prepares  edu- 
cational programs  to  enhance  the  literacy 
competence  of  adults  in  the  functional  con- 
text of  teaching  vocational  and  life  skills. 
Institute  staff  members  have  been  involved 
with  a  number  of  health-related  projects,  and 
their  expertise  will  complement  the  services 
available  to  NALIC  through  the  literacy  efforts 
of  the  Cancer  Information  Service. 

Additional  collaborators  on  the  NALIC  pro- 
ject include  the  M.S.  Hershey  Medical  Center 
and  the  Pittsburgh  Cancer  Institute.  The 


Hershey  Medical  Center  is  the  site  of  the  Penn 
State  College  of  Medicine,  an  extensive  train- 
ing and  research  facility.  Specialists  in  cancer 
care,  education,  and  outreach,  who  are  also 
members  of  the  Central  Pennsylvania 
Oncology  Group  (CPOCJ),  are  members  of  the 
NALIC  project.  CPOG  promotes  professional 
education  iUui  ioninuinit\-  outreach  programs 
and  conducts  cancer  researdi  in  many  rural 
I'ennsN  Kania  counties.  (College  of  Medicine 
stall  will  provide  resources  to  assess  the 
process  of  building  coalitions,  to  evaluate  the 
project's  effectiveness  in  attaining  objectives, 
and  to  sup[iort  the  self-assessment  activities 
of  the  coalitions. 

The  Pittsburgh  Cancer  Institute  (PCI), 
designated  b\  the  National  Cancer  Institute 
(NCI)  as  a  comprehensive  cancer  center,  pro- 
vides cancer  inlorniation  M\d  referral  services, 
canter  treatment,  and  patient  care  as  well  as 
psychological  and  educational  services.  In 
addition  to  jierforming  research,  PCI  is  active- 
1\  iinoKed  in  cancer  prexention,  earl\'  detec- 
tion, and  community  outreach  programs. 
On  the  NALIC  project,  the  staff  of  PCI  will 
be  responsible  lor  pro\  iding  ACS  and  CES 
staff  and  volunteers  with  current  information 
ah(nit  cancer  as  well  as  programs  and  materi- 
als that  address  the  prevention  and  early 
detection  of  the  disease. 

Populations  to  be  Served 

As  show  n  in  figure  1  in  the  Introduction 
to  Section  111  to  this  monograph,  within  the 
69  counties  targeted  In-  N,ALIC  in  Maryland, 
New  York,  and  Pennsylvania,  32  counties 
(46  percent)  are  classified  as  rural  (Appendix  F 
of  this  monograph).  B\  this  measure,  NALIC  is 
much  less  rural  than  other  ALIC  project  areas; 
however,  many  counties  within  NALIC's  pro- 
ject area,  which  are  classified  "urban"  because 
of  the  presence  of  populous  metropolitan  cen- 
ters, have  large  pockets  of  rural  areas. 

Despite  the  moderately  good  economic  sta- 
tus compared  with  the  rest  of  Appalachia,  the 
overall  NALIC  area  lost  more  than  200, 000 
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people  in  total  population  from  1980  to  1990, 
all  from  Appalachian  Pennsylvania.  As  in 
other  areas  of  Appalachia,  most  of  the  popula- 
tion of  the  69  NALIC  counties  is  white — more 
than  95  percent  according  to  the  1990  U.S. 
Census.  African-American  and  Hispanic  resi- 
dents are  located  primarily  in  the  urban  areas. 
In  general,  literacy  rates  for  the  NALIC  area 
are  comparable  to  the  national  rate.  However, 
rural  areas  have  lower  literacy  rates  than 
urban  areas  (Appendices  A  and  B  of  this 
monograph). 

Northern  Appalachia  is  characterized  by 
considerable  European  ethnic  diversity.  The 
immigrants  from  Ireland  who  came  to  escape 
the  failure  of  the  potato  crop  were  joined  by 
others  from  the  British  Isles  and  Western 
Europe.  They  in  turn  were  joined  by  waves 
of  immigrants  from  eastern,  southern,  and 
central  Europe  who  came  to  work  in  the 
mines,  mills,  and  factories  of  a  region  that 
had  water  power  and  nonrenewable  mineral 
resources.  The  newer  immigrants  who  worked 
in  the  mines  lived  in  company  towns  whereas 
their  compatriots  working  in  the  mills  lived 
in  company-built  rowhouses.  However,  in 
each  group,  they  built  ethnic  churches  and 
joined  ethnic  social  clubs,  and  their  children 
usually  married  into  the  same  ethnic  group. 
Because  these  immigrant  families  were  large, 
extended,  and  stable,  ethnic  identity  remains 
strong  in  many  parts  of  the  region  today; 
unemployment  is  high  in  part  because 
families  do  not  readily  leave  the  area  in 
search  of  employment. 

Common  Characteristics  of 
NALIC  Commiunities 

A  typical  rural  town  or  village  in  the  area 
served  by  the  Northern  Appalachia  Leadership 
Initiative  on  Cancer  is  economically  depen- 
dent on  an  extractive  industry,  such  as  log- 
ging, or  was  once  a  coal  company  town.  The 
population  might  be  between  5,000  and 
8,000,  although  many  small  hamlets  of  fewer 
than  1,000  inhabitants  dot  the  area.  The  town 


has  limited  commercial  life.  Residents  buy 
their  groceries  at  a  supermarket  in  a  strip  mall 
that  draws  patrons  from  several  small  towns. 
A  gas  station  and  a  car  repair  shop  serve  as 
the  congregating  places  for  the  men  of  the 
community.  During  the  weekend,  the  busiest 
part  of  town  will  be  the  site  of  the  weekly  flea 
market  where  numerous  families  from  many 
area  communities  come  together  to  sell  col- 
lectibles, tools,  used  clothing,  and  baked 
goods.  At  one  time  there  would  have  been 
a  doctor,  a  dentist,  and  a  lawyer  in  the  town, 
but  the  building  that  once  housed  their  offices 
is  now  occupied  by  an  insurance  agency. 

The  community  is  likely  to  have  at  least 
two  churches:  a  Roman  Catholic  church  for 
the  families  that  emigrated  from  southern 
and  western  Europe  and  a  Protestant  church 
(Baptist,  Lutheran,  United  Church  of  Christ, 
Presbyterian,  or  Methodist)  that  serves  pri- 
marily the  families  who  came  from  the 
British  Isles  and  the  Protestant  areas  of 
western  Europe. 

The  community  may  no  longer  be  able  to 
maintain  its  own  elementary  school,  necessi- 
tating the  busing  of  children  to  a  regional 
consolidated  school  where  the  elementary, 
intermediate,  and  high  schools  are  located 
on  a  single  campus  on  the  outskirts  of  a  larger 
town.  The  community  is  likely  to  have  an 
active  volunteer  fire  department  (VFD)  that 
sponsors  community  activities  such  as  athletic 
teams.  The  VFD  ladies'  auxiliary  often  orga- 
nizes social  events  to  raise  money  for  purchas- 
ing fire-fighting  equipment.  Other  centers 
of  social  activity  may  include  a  Veterans 
of  Foreign  Wars  post,  a  Moose  or  Elk  club, 
and  perhaps  an  Odd  Fellows  hall  or 
Masonic  temple. 

Farming  also  has  been  important  in  the 
area,  but  the  interactions  between  the  outly- 
ing farming  community  and  town  or  village 
life  is  often  limited  to  shopping  or  marketing 
visits  on  the  weekends.  Members  of  farming 
communities,  including  the  Amish  who  live 
in  this  region,  are  relatively  dispersed  but 
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maintain  connections  through  martceting, 
church,  or  school  associations.  Weekly  li\  e- 
stock  auctions  also  attract  farmers  and 
their  families. 

As  suggested  by  the  descriptions  of  these 
communities,  NALIC  will  need  to  develop 
specific  strategies  for  working  with  less  afflu- 
ent residents  of  rural  towns  who  may  belong 
to  a  variety  of  civic,  fraternal,  and  religious 
organizations.  The  project  also  will  m^cd  to 
develop  strategies  that  specifically  target  the 
geographically  isolated  rural  poor  whose  social 
network  is  likcK'  to  tic  .\n  extended  faniiK  that 
is  linked  to  many  other  f.imilKs  in  tlu'  miinc- 
diate  vicinity  through  nuirriage  or  through 
the  social  obligations  that  connect  rural 
neighbors.  The  barriers  to  cancer  control  in 
Northern  Appalachia  include  a  poorly  de\cl- 
oped  rural  jnihlic  transportation  system  >iiul 
a  lack  of  reliable  prixate  transportation  lor 
the  rural  poor. 

Attitudes  among  certain  residents  of  the 
region  may  pose  additional  barriers,  lor  exam- 
ple, many  older  residents  of  rural  Northern 
Appalachia  are  very  conscious  ol  their  mort<ili- 
ty.  In  some  cases,  the\'  believe  Ciod  grants  tlu' 
length  of  time  they  have  on  this  earth,  aiul 
they  choose  not  to  meddle  with  di\ine  provi- 
dence. Because  they  may  believe  that  they  are 
"saved,"  they  are  not  particularly  afraid  of 
death.  However,  older  people  who  are  diag- 
nosed with  cancer  may  believe  that  they  will 
die  slowly  and  painfully  and  become  a  physi- 
cal and  financial  burden  to  others  in  the 
process.  This  possibility  may  serve  as  a  psy- 
chological barrier  to  early  cancer  detection 
particularly  among  women,  who  are  tradi- 
tionally the  family  caregivers  rather  than 
those  who  receive  care.  Men,  on  the  other 
hand,  may  consider  it  unmasculine  to  partici- 
pate in  screening  procedures,  particularly  for 
black  lung  (a  disease  of  coal  miners)  or 
prostate  cancer,  or  to  follow  a  low-fat,  high- 
fiber  diet  instead  of  a  traditional  diet  of  meat 
and  potatoes.  These  cultural  barriers  may  be 
exacerbated  by  lack  of  education,  regular 


employment,  and  social  mobility.  However, 
people  in  Northern  Ajipalachia  also  have  a 
strong  heritage  of  working  together  to 
overcome  ad\ersity. 

Incidence  and  Risk  of  C'ancer 

This  project  will  focus  on  the  problem  of 
reaching  and  educating  a  rural  jiopulation 
concerning  cancer  risks,  [irexention,  and 
control.  Cancer  incidence  and  mortality  in 
Pennsylvania's  .Appalachian  counties,  as 
reported  in  the  state  cancer  registry  for  1988, 
are  close  to  the  statewide  averages  but  with 
suhstanlial  \  anahilitv  .ic  ross  ton  n  ties,  lor 
example,  cancer  incidence  in  Appalachian 
Pennsylvania  averaged  417  per  100,000  for 
males  (ranging  from  229  to  576)  and  M^\ 
per  100,000  for  temales  (ranging  from  157 
to  428).  Cancer  mortality  in  Appalachian 
I'ennsN  Kania  averaged  222  per  100,000  for 
males  (ranging  trom  102  to  27;^)  and  14.^  per 
100,000  lor  temales  (ranging  from  99  to  170). 
The  variabilit),  in  part,  is  caused  by  small  pop- 
ulations of  rural  counties  (see  CTiapter  A  this 
monograph),  but  it  also  may  result  from 
lifestyle  or  en\  ironmental  differences. 

in  the  northern  region,  Appalachian 
counties  are  not  markedly  different  from 
non-.Appalachian  counties  in  either  cancer 
incidence  or  mortalitx ;  however,  .Appalachian 
counties  have  an  older  population  than  that 
of  the  non-Appalachian  counties. 

Incidence  and  mortalit\'  tor  cancers  of  the 
breast,  colon,  lung,  and  cervix  are  of  particular 
interest  because  of  the  large  numbers  of  per- 
sons involved  and  because  mortality  for  these 
cancers  can  be  reduced  through  lifestyle 
changes  and  [Participation  in  early  detection 
screening  programs.  The  challenge  to  NALIC 
lies  in  bringing  about  such  changes  despite 
the  social,  economic,  and  demographic  char- 
acteristics of  the  area.  Although  low-income 
rural  populations  require  a  similarity  of 
approach  across  the  region,  differences  exist 
within  the  region  among  farming,  mining, 
and  industrv-  or  serxice-bascd  communities. 
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The  county-based  CES  and  ACS  organizations 
are  well  suited  to  carry  out  the  education  pro- 
grams through  county-based  community 
coalition  building. 

Mobilizing  Leaders 

The  NALIC  project  staff  and  participants 
realize  that  the  success  and  sustainability  of 
this  cancer  prevention  and  control  program 
is  dependent  on  the  involvement  of  a  broad 
spectrum  of  community  members  in  the  coali- 
tion's decision-making  process.  Within  the 
counties  involved  in  NALIC,  CES  agents  and 
ACS  unit  executives  will  work  together  as  a 
team  to  initiate  the  formation  of  local  cancer 
coalitions.  Alternatively,  they  may  find  an 
existing  health  or  human  services  council 
under  whose  auspices  they  can  conduct  com- 
munity cancer  education  and  outreach.  The 
CES/ACS  team  will  identify  individuals  and 
groups  within  the  community  who  are  inter- 
ested in  working  on  cancer-related  issues  and 
can  represent  their  community's  health  con- 
cerns. To  recruit  individuals  who  represent  a 
diverse  rural  population,  the  ACS/CES  team 
and  core  initiating  committee  will  look  for 
potential  coalition  members  among  a  variety 
of  community  groups  such  as  senior  citizen 
centers,  high  school  clubs,  fraternal  and  ser- 
vice organizations,  volunteer  fire  departments, 
craft  clubs,  church  groups,  and  sports  teams. 

With  the  support  of  the  ACS/CES  team,  the 
initiating  committee  will  conduct  a  needs 
assessment  of  the  community  to  identify  the 
cancer  concerns  of  the  community,  the  coun- 
ty-specific levels  of  cancer  incidence  and  mor- 
tality, the  resources  available  in  the 
community  to  provide  a  cancer  training  and 
outreach  program,  the  history  of  cancer  out- 
reach activities  in  the  community,  and  the 
areas  of  greatest  social  and  economic  need  in 
the  area.  An  assessment  of  this  sort  has  been 
developed  by  the  Pennsylvania  Division,  Inc., 
of  the  American  Cancer  Society  and  will  be 
adapted  for  this  project.  This  assessment  also 
will  help  identify  groups  in  the  community 


that  have  a  history  of  working  successfully 
with  rural,  low-income  residents  as  well  as  an 
interest  in  continuing  this  work.  Individual 
representatives  also  may  be  identified  as 
potential  coalition  members. 

The  success  of  NCI's  Community 
Intervention  Trial  for  Smoking  Cessation 
(COMMIT)  project  (see  Chapter  9)  has  influ- 
enced NALIC's  approach  to  cancer  prevention 
and  control.  Similar  to  COMMIT,  the  NALIC 
project  is  designed  to  provide  a  broader  base 
for  efforts  to  change  high-risk  behaviors  by 
involving  diverse  individuals,  groups,  organi- 
zations, and  institutions  in  coalition  member- 
ship and  program  activities.  Involving 
individuals  from  different  walks  of  life  who 
are  in  touch  with  their  local  communities  is 
a  way  to  promote  ownership  and  greater  par- 
ticipation in  planned  cancer  prevention  and 
control  activities.  More  important,  this  com- 
munity approach  will  encourage  local  institu- 
tions to  integrate  NALIC  intervention 
strategies  into  their  own  program  goals, 
enabling  cancer  prevention  and  control  to 
become  part  of  the  communities'  resources 
and  services  and,  thus,  to  continue  NALIC's 
efforts  beyond  the  project's  funding  period. 

The  Building  Blocks  of  Coalitions 

For  the  past  20  years,  CES  has  conducted 
a  specially  funded  and  highly  successful  pro- 
gram called  the  Expanded  Food  and  Nutrition 
Education  Program  (EFNEP).  Through  this 
program,  low-income  youth  and  families 
with  children  are  provided  with  free  lessons 
on  meal  planning  and  preparation,  food  shop- 
ping, safe  food  handling,  and  basic  nutrition. 
In  rural  areas,  the  EFNEP  paraprofessionals 
who  teach  the  lessons  make  regular  home  vis- 
its for  6  months  to  a  year  if  a  homemaker  is 
unable  to  join  an  EFNEP  group  in  their  area. 
This  personalized  instruction  allows  parapro- 
fessionals to  adapt  their  teaching  to  the  cir- 
cumstances of  individual  households  and,  in 
the  process,  gain  the  trust  and  confidence  of 
women  whose  behaviors  often  place  them  at 
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risk  for  chronic  disease.  For  these  women, 
economic  and  social  circumstances  may  pre- 
vent them  and  members  of  their  immediate 
and  extended  families  from  receiving  regular 
medical  care  or  participating  in  screening 
activities,  in  each  of  the  NALIC  states,  EFNKP 
staff  and  paraprofessionals  will  he  iinited  to 
participate  in  the  program. 

In  Maryland,  New  York,  and  Pennsylvania, 
CES  promotes  health  and  nutrition  education 
as  well  as  communitv  leadership  education 
through  main  puhlictitions  tluit  are  provideel 
free  or  at  a  iiiinmuil  »,  harge  to  state  residents. 
VVittiin  the  counties,  numerous  extension  pro- 
grams address  healtli  or  nutrition  topics,  com- 
munity issues,  leadership  development,  and 
working  with  at-risk  audiences,  fifteen  of 
Pennsylvania's  cooperatiw  extension  work- 
plans  tor  the  P)92-P)^^-S  period  address  health 
issues;  12  workplans  concern  leatlership  devel- 
opment and  issues  invoKing  \()uth  at  risk. 

CES  has  a  long  history  of  developing  the 
leadership  skills  of  both  vcnith  and  adults  who 
live  in  rural  eoninuinities  and  ot  encouraging 
leaders  to  use  their  skills  to  improve  the  cjuali- 
ty  of  life  in  rural  areas,  lo  this  end,  CES  in  the 
NALIC  area  participates  in  the  National  Family 
Community  Leadership  Program,  in  which 
extension  volunteers  at  the  local  level  learn 
ht:)w  they  can  work  with  others  to  make  a 
difference  in  their  eoninuinities.  Currently, 
trained  program  volunteers  li\e  in  nearly 
half  of  the  Appalachian  counties  in  the 
NALIC  region. 

In  addition,  CES  at  Penn  State,  Cornell 
University,  and  the  University  of  Maryland 
works  closely  with  a  number  of  university- 
based  institutes  and  organizations  that  are 
directly  involved  with  rural  health.  For  exam- 
ple, at  Cornell,  the  Community  and  Rural 
Development  Institute  supports  18  health 
and  nutrition  programs,  whereas  at  Penn 
State  the  Northeast  Regional  Center  for  Rural 
Development  has  a  continuing  interest  in 
health  issues  affecting  rural  communities. 
Pennsylvania's  State  Office  of  Rural  Health, 
housed  at  Penn  State,  has  as  its  ultimate  goal 


to  improve  rural  residents'  access  to  quality 
health  Ccue,  including  hospitals,  physicians, 
and  mental  health  care  and  other  services. 

Ihe  NALIC  project  will  link  the  American 
Cancer  Society  and  Cooperative  Extension 
Service  to  tap  the  cooperative  spirit  that  is 
characteristic  not  onl\  of  individuals  but 
also  of  organizations  in  the  rural  Appalachian 
counties  of  Maryland,  .\ew  York,  and 
Pennsylvania.  I  he  project  will  attempt 
to  answer  the  folltjwing  c}uestions  about 
tins  [)rocess: 

►  Can  CES  and  ACS  work  together  and 

with  rural  communities  that  have  limited 
resources  to  carry  out  cancer  prevention 
and  control  acliv  ities? 

►  Can  CIS  and  .ACS  fortn  and  support  sus- 
tainable local  cancer  prevention  and  control 
coalitions.' 

►  \\  hat  is  the  membership  (grassroots 
participants,  professionals,  lay  leaders)  of 
the  coalitions  formed  and  supported  by 
(IS  and  ACS? 

►  What  are  the  differences  between  the 
coalitions  and  their  activities  in  counties 
where  participation  by  hard-to-reach  rural  res- 
idents in  screening  and  educational 
programs  is  higher  and  in  counties  where 
participation  is  lower.' 

►  What  demographic  and  organizational 
features  characterize  counties  where  CES  and 
ACS  staff  joined  NALIC  early  in  the  project, 
compared  with  those  who  became  involved 

at  a  later  date  or  who  chose  not  to  participate? 

Dining  the  planning  phase,  NALIC  also  is 
discussing  the  possibility  that  communities 
might  be  encouraged  to: 

►  Provide  cancer  education  or  screening 
activities  at  worksites; 

►  Involve  schools  in  cancer  education 
activities  through  the  inclusion  of  cancer 
information  in  school  curricula; 

►  Develop  partnerships  with  the  media 
to  deliver  cancer  education  messages  to 
the  public; 
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►  Use  cancer  education  materials  appro- 
priate to  the  literacy  level  of  targeted 
audiences;  and 

►  Utilize  a  participatory  process  for  develop- 
ing cancer  education  plans  and  programs. 

The  NALIC  evaluation  plan  will  assess  the 
extent  to  which  coalitions  are  involved  in 
these  activities. 

Building  a  Network  of  Coalitions 

The  project  organizational  structure  of 
NALIC  depicted  in  Figure  1  includes  three 
field  coordinators  working  in  subregions  that 
may  encompass  counties  in  more  than  one 
state.  These  field  coordinators  will  support 
the  ACS/CES  team  of  professional  staff  and 
volunteers  in  planning  and  implementing 
local  cancer  control  activities. 

During  the  first  months  of  the  project,  field 
coordinators  will  help  initiating  committees 
clarify  the  coalition's  goal,  conduct  needs 
assessments,  identify  available  cancer  control 
resources,  and  initiate  coalition-building  activ- 
ities. Field  coordinators  also  will  provide  coali- 
tions with  relevant  cancer  data  from  state 
health  data  centers  and  information  on 
statewide  cancer  prevention  and  control 
resources  for  use  in  targeting  cancer  control 
activities.  They  will  provide  each  coalition 
with  a  local  leader's  handbook  that  will  pro- 
vide information  on  needs  assessment,  coali- 
tion formation,  resource  identification, 
evaluation,  activity  planning,  and  other  issues 
that  may  arise  during  planning  and  imple- 
mentation. The  field  coordinators  will  initiate 
skills  development  workshops  when  they  are 
needed,  designed  by  NALIC  staff  to  inform 
coalition  members  about  community  health, 
coalition  building,  cancer  prevention  and  con- 
trol, rural  Appalachia  culture,  and  problems 
encountered  by  low-income,  medically  under- 
served  populations.  Additional  educational 
activities  will  be  conducted  on  how  to  assess 
local  needs,  organize  communities  around 
cancer  issues,  write  grants,  manage  intergroup 
conflicts,  set  goals,  establish  networks,  and 


work  with  the  local  media. 

The  Pittsburgh  Cancer  Institute  will  be 
responsible  for  the  training  and  outreach  com- 
ponents of  NALIC,  including  seminars  on  spe- 
cific cancer  prevention  and  control  issues  for 
CES/ACS  teams.  They  will  develop  a  special 
NALIC  cancer  education  program  handbook 
containing  an  annotated  bibliography  of  edu- 
cation resources  to  assist  the  local  coalitions 
in  identifying  program  materials.  Particular 
attention  will  be  paid  to  the  inclusion  of 
materials  for  low-literacy  audiences. 

Established  coalitions  will  become  a  support 
and  communication  network  not  only  for 
each  other  but  also  for  newly  forming  coali- 
tions. Regular  communication  among  coali- 
tions will  occur  through  traditional  CES  and 
ACS  channels,  including  a  statewide  computer 
network  (Penn  State's  PSU*PEN  system)  that 
will  allow  most  ACS/CES  teams  to  communi- 
cate inexpensively  with  field  coordinators  and 
with  each  other.  Other  strategies  to  promote 
information  exchange  include  regular  meet- 
ings of  coalition  members  from  counties  with- 
in the  three  NALIC  subregions  to  share  ideas, 
problems,  and  successes.  A  quarterly  newslet- 
ter will  update  communities  on  the  work  of 
the  coalitions.  The  newsletter  will  include  a 
question-and-answer  column  that  will  address 
barriers  to  efficient  community  cancer  preven- 
tion and  control  as  well  as  specific  issues  of 
concern  to  cancer  survivors  and  their  families. 
At  the  project  level,  the  NALIC  project  staff 
will  meet  frequently  both  in  person  and  elec- 
tronically to  address  issues  of  program  imple- 
mentation and  management  as  they  arise. 

After  compiling  a  list  of  potential  members 
of  a  project  advisory  committee,  NALIC's 
executive  committee  recognized  the  logistical 
difficulties  of  assembling  members  for  a  com- 
mittee from  a  large,  three-state  area  as  well  as 
the  need  to  acknowledge  the  specific  circum- 
stances and  concerns  of  each  multicounty 
region.  Consequently,  project  staff  members 
decided  that,  in  addition  to  a  projectwide 
advisory  committee,  each  of  the  three  subre- 
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Figure  1.  NALIC  project  organization 
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gions  would  have  its  own  regional  advisory 
committee.  Several  representatives  from  each 
regional  advisory  committee  will  participate  in 
project  advisory  committee  meetings.  The  pro- 
ject advisory  committee  will  focus  mostly  on 
strategic  planning  issues  and  organizational 
sustainability,  whereas  the  regional  advisory 
committee  will  be  concerned  with  project 
implementation  and  local  sustainability.  One 
important  function  of  the  regional  advisory 
committees  will  be  to  exploit  the  connections 
within  and  between  local  cancer  coalitions, 
which  include  county  or  regional  education 
and  health  and  human  service  agencies,  and 
the  project  advisory  committee,  which  has 
alliances  with  the  regional  and  state  depart- 
ments of  these  agencies.  In  their  efforts  to  sus- 
tain a  comprehensive  cancer  prevention  and 
control  network  throughout  the  region,  the 
NALIC  staff  and  the  project  advisory  commit- 
tee will  build  on  the  basic  interorganizational 
coalition  between  ACS  and  CES  to  create  com- 
munity coalitions  that  in  time  can  stimulate 
the  formation  of  interagency  coalitions  in 
each  of  the  states. 

NALIC  staff  members  have  established  a 
medical  advisory  committee  to  help  the  pro- 
ject and  field  staff  involve  the  medical  com- 
munity. The  role  of  this  committee  is  to  link 
coalitions  with  the  medical  community  in  the 
most  effective  way  and  to  provide  a  neutral 
perspective  on  economic  issues,  such  as  local 
competition  among  health  care  providers.  The 
medical  advisory  committee  can  help  legit- 
imize coalitions  as  they  establish  themselves 
in  the  health  care  mosaic  of  the  communities. 
The  committee  also  will  review  cancer  educa- 
tion materials  for  accuracy  and  proposed  pro- 
grams for  feasibility.  The  medical  advisory 
committee  includes  doctors,  nurses,  and  social 
workers  who  have  experience  working  on 
cancer  at  the  community  level.  Members  of 
the  medical  advisory  committee  have  been 
recruited  through  ACS  divisions,  the  PCI  net- 
work, and  the  Central  Pennsylvania  Oncology 
Group,  which  conducts  clinical  trials  and 


cancer  prevention  and  control  programs  in 
central  Pennsylvania. 

Developing  and  Disseminating 
Intervention  Programs  and 
Strategies 

The  field  coordinators  and  ACS  and  PCI 
staff  will  provide  coalitions  with  a  descriptive 
list  of  various  cancer  prevention  and  control 
activities  that  have  been  employed  with  rela- 
tive success  in  other  settings.  Coalitions  then 
will  consider  the  unique  needs  of  their  own 
communities,  the  resources  needed  to  imple- 
ment the  activities  described,  the  resources 
available  in  their  communities,  and  the  conse- 
quences for  their  community  of  choosing  a 
particular  activity.  This  information  will  help 
coalitions  select  the  most  feasible  type  of 
activity  to  initiate  locally  at  a  given  time. 

The  effective  use  of  this  list  of  program 
descriptions  assumes  the  existence  of  a  rela- 
tively sophisticated  community-based  health 
coalition  that  is  able  to  consider  alternative 
approaches  to  cancer  prevention  and  control 
in  the  community.  To  develop  this  level  of 
competence,  the  coalition's  initiating  commit- 
tee will  conduct  a  cancer  prevention  and  con- 
trol needs  assessment  on  which  coalition 
members  can  draw  to  assess  available 
resources,  including  health  facilities,  health 
professionals,  and  specialized  services  that 
are  currently  serving  the  area.  Findings  from 
the  needs  assessments  will  help  the  coalitions 
set  community-specific  goals  for  their  cancer 
prevention  and  control  activities. 

The  primary  rationale  for  teaching  coali- 
tions to  assess  alternative  cancer  prevention 
and  control  activities  is  the  empowerment 
of  communities  to  enable  them  to  identify 
their  own  needs,  generate  resources  within 
the  community,  and  access  previously  un- 
tapped resources  from  outside  the  communi- 
ties. Although  the  staff  members  of  NALIC 
assume  that  early  progress  will  depend  on  the 
help  of  the  ACS/CES  teams  and  the  field  coor- 
dinators, they  expect  local  coalitions  and  the 
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communities  they  represent  to  become  self- 
directed  in  cancer  prevention  and  control 
planning  over  the  5  years  of  the  project.  The 
project  staff  members  hope  to  achieve  this 
self-sufficiency  by  placing  the  responsibility 
for  leadership  development  and  program  deci- 
sion-making within  the  community  itself.  In 
addition,  a  coalition's  initial  success  in  identi- 
fying and  securing  needed  cancer  prevention 
and  control  resources,  carrying  out  creative 
and  stimulating  cancer  prevention  and  con- 
trol projects,  and  communicating  back  to  the 
community  the  outcome  of  efforts  to  reduce 
cancer  risks  is  expected  to  i)uikl  liie  local 
image  of  the  coalition  as  an  effective  force 
in  the  community. 

Project  Evaluation 

With  the  assistance  of  the  ACS/CES  team, 
NALIC  staff  loutineK  will  (.oiled  data  to 
evaluate  the  effectiveness  of  the  project  and 
demonstrate  to  communities  the  extent  of  the 
cancer  problem  in  their  area.  NALIC  evalua- 
tion staff  will  obtain  cancer  registry  data  and 
Behavior  Risk  Factor  Surveillance  System  data 
from  state  health  departments  annually.  The 
project  evaluation  team  will  design  a  tool  to 
collect  data  on  the  availability  and  use  of  local 
cancer  education  and  screening  programs.  By 
including  representatives  of  state  cancer  pre- 
vention and  control  offices  on  its  project  and 
regional  advisory  committees,  NALIC  will  be 
able  to  ensure  consistency  between  the  design 
of  this  data  collection  tool  and  the  goals  of 
state  cancer  prevention  and  control  plans. 

NALIC  evaluation  staff  members  also  are 
analyzing  information  on  the  availability  of 
health  services  within  the  region,  which  was 
gathered  by  the  Appalachian  Regional 
Commission.  By  mapping  the  use  of  cancer 
prevention  and  control  services  that  are  avail- 
able to  program  activities  in  the  region,  the 
project  hopes  to  stimulate  the  development 
of  pertinent  research  questions  regarding 
these  services  and  their  utilization.  In  addi- 


tion, N ALIC^  will  use  data  on  socioeconomical- 
ly  disadvantaged  populations,  which  are  being 
compiled  by  ACS.  ACS  also  will  play  an  impor- 
tant role  in  the  collection  of  information  on 
indicators  of  knowledge  about  prevention 
and  early  detection  of  cancer,  tobacco  use 
rates,  and  the  numbers  and  types  of  people 
who  contact  .AC;S  as  a  result  of  NALIC 
project  efforts. 

NALIC  staff  members  are  considering 
involving  CLS  4-H  program  members  in  some 
of  the  assessment  procedures  and  coalition 
efforts,  lor  example,  the  project  may  consider 
implementing  a  high  school  education  pro- 
gram to  focus  specifically  on  peer-group  tobac- 
co education.  In  such  a  program,  4-H  youth 
might  survey  their  peers  about  tobacco  use 
and  participate  in  an  antismoking  campaign. 
^outh  also  ma\'  be  asked  to  assist  with  a  com- 
iuunil\ wide  survey  to  determine  knowledge 
ot  cancer  presention  behaviors. 

NALIC  staff  members  arc  inviting  faculty 
members  and  students  from  the  I'ennsyKania 
State  University,  the  University  of  Pittsburgh, 
Cornell  I  niversity,  the  University  of 
Mar\  land,  and  other  institutions  of  higher 
education  in  the  region  who  are  interested  in 
cancer  issues  to  conduct  studies  in  coopera- 
tion with  the  project.  I  hese  individuals  may 
be  willing  to  perform  functions  such  as  con- 
ducting assessments,  testing  education  pro- 
gram models,  ,\\\(\  developing  spinoff 
proposals.  NALIC's  rationale  for  involving 
interested  academicians  and  ACS  and  CES 
volunteers  in  the  project  is  to  enhance  sus- 
tainability  and  promote  institutionalization 
of  the  project's  goals. 

Process  Evaluation 

NALIC  staff  will  evaluate  the  implementa- 
tion process  using  the  "4-Cs"  model  for 
describing  the  level  of  inv olv  ement  of  individ- 
uals and  organizations  in  the  community 
coalition  (Astroth  1991).  This  model  illustrates 
community  coalition  building  as  occurring  in 
four  phases: 
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►  Communication,  where  individuals 
establish  communication  links  to  exchange 
information  and  resources; 

►  Cooperation,  where  individuals  work 
together  informally  to  accomplish  a  specific 
goal; 

►  Coalition,  where  organizations  participate 
in  a  more  formal  way  around  an  issue  or  a 
common  set  of  interrelated  issues;  and 

►  Collaboration,  where  organizational  rela- 
tionships are  formalized  with  long-term  com- 
mitments to  address  issues  of  mutual  concern. 

Community  cancer  coalitions  may  be  func- 
tioning at  all  four  levels  simultaneously,  but 
usually  the  goal  is  to  progress  from  communi- 
cation and  cooperation  to  coalition  and,  ulti- 
mately, collaboration.  Therefore,  NALIC's 
process  evaluation  will  gather  data  on  all 
four  types  of  activities. 

NALIC  will  obtain  both  qualitative  and 
quantitative  process  evaluation  data  concern- 
ing every  coalition  and  coalition-generated 
program  that  is  part  of  the  project.  Outcome 
data  regarding  the  number  of  persons  partici- 
pating in  coalition-sponsored  programs  as  well 
as  data  on  program  participants'  demographic 
characteristics  will  be  used  to  describe  the  par- 
ticipants and  how  they,  as  a  group,  compare 
with  the  population  of  the  county  as  a  whole. 
NALIC  will  collect  the  following  kinds  of 
process  information: 

►  Structure  and  membership  of  community 
cancer  coalition  committees; 

►  Interaction  patterns  among  members; 

►  Issues  and  situations  resulting  in  conflict, 
cooperation,  and  collaboration; 

►  Leadership  patterns,  including  how 
coalitions  and  CES/ACS  staffs  function; 

►  Contacts  between  the  coalition  and 
local  health  care  providers; 

►  Programs  undertaken  to  inform  and 
involve  other  community  groups; 


►  Efforts  to  establish  and  maintain  commu- 
nication between  lay  persons  and  profession- 
als in  the  community;  and 

►  Program  costs. 

Staff  members  who  collect  this  information 
will  be  asked  to  provide  detailed  descriptions 
of  project  activities  and  to  track  programs 
over  time.  This  formative  research  will  be 
an  ongoing  process  throughout  the  program 
and  will  be  the  basis  for  continuous  program 
improvement. 

NALIC  coalition  members  will  play  a  role 
in  many  phases  of  the  assessment  and  evalua- 
tion process.  The  CES/ACS  team  will  use  gen- 
eral guidelines  or  "goalposts"  for  building 
coalitions,  assembling  data  to  help  identify 
community  needs,  promoting  cohesive  group 
relationships,  and  conducting  effective  cancer 
prevention  and  control  activities.  Through 
these  self-assessment  activities,  NALIC  staff 
members  hope  to  promote  a  greater  sense 
of  ownership  and  responsibility  for  cancer 
prevention  and  control  decision  making 
within  the  coalition  and  the  communities. 
Project  staff  members  will  share  outcome 
data  with  the  coalitions  to  help  in  the 
continual  assessment  of  their  work. 

Outcome  Evaluation 

Outcome  measures  for  NALIC  incorporate 
those  specified  in  Healthy  People  2000  (U.S. 
Department  of  Health  and  Human  Services 
1991),  including  reductions  in  the  percentage 
of  Appalachian  residents  who  use  tobacco 
products;  increases  in  the  proportion  of 
Appalachian  women  who  receive  clinical 
breast  examinations,  mammograms,  and  Pap 
tests;  and  increases  in  the  proportion  of 
Appalachian  residents  who  visit  primary  care 
providers  and  receive  oral,  skin,  and  digital 
rectal  examinations.  Because  this  project  is 
attempting  to  build  the  capacity  of  communi- 
ties to  create  their  own  cancer  plan,  additional 
criteria  for  evaluation  of  NALIC  coalitions 
will  be  based  on  those  contained  in  Healthy 
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Communities  2000  Model  Stcmdani:  Guidelines 
for  Community  Attainment  of  the  Year  2000 
National  Health  Objectives  (American  Public 
Health  Association  1991).  These  criteria 
refer  to  the  community's  ability  to  define 
its  own  objectives. 

NALIC  will  use  three  types  of  outcome 
measures  to  evaluate  the  impact  of  the 
project. 

►  Data  from  the  Maryland,  New  York,  and 
Pennsylvania  cancer  registries  concerning  the 
number  of  persons  diagnosed  by  cancer  type, 
stage  at  diagnosis,  age,  and  sex  will  he  aggre- 
gated by  county,  allowing  N  \l  1(    to  uLito 
the  data  to  the  type  and  trequency  ot  cancer 
education  and  screening  programs  in  each 
county.  Stage  at  diagnosis  is  the  principal 
dependent  variable  of  interest.  It  the  cancer 
outreach  efforts  of  this  program  are  sueeesstui, 
there  should  bv  an  increase  in  the  percent  of 
persons  diagnosed  at  earlier  stages  of  disease. 

►  Data  from  the  Behavioral  I\isk  factor 
Surveillance  System  for  Mar\  land,  New  York, 
and  Pennsylvania  will  be  used  to  describe 
cancer- related  behavior  patterns  characteris- 
tic of  the  entire  N.\l  IC  region  and  the  three 
subregions  on  factors  such  as  smoking  cessa- 
tion, breast  self-examination,  and  otlur  risk 
reduction  behaviors. 

►  The  number  of  persons  participating  in 
cancer  education,  screening,  diagnostic,  and 
therapeutic  cancer  activities  will  be  deter- 
mined by  NALIC  staff.  Historical  baseline  data 
will  be  obtained  from  agencies,  hospitals,  and 
the  Maryland,  New  York,  and  Pennsylvania 
divisions  of  ACS.  NALIC  evaluation  staff  will 
compare  these  baseline  data  with  data  collect- 
ed after  the  implementation  of  cancer  preven- 
tion and  control  programs.  Association 
between  the  degree  of  change  and  the  degree 
of  community  cancer  initiative  activity  can 
suggest  characteristics  of  project  effectiveness. 

Outcome  data  also  will  have  important 
implications  for  the  process  evaluations.  For 
example,  data  comparing  the  characteristics 


of  counties  with  tliflerent  participation  rates 
can  help  identify  the  critical  features  of  effec- 
tive c(Kilitions.  This  information  then  can 
be  used  to  help  increase  participation  in 
low-activity  areas. 

Cancer  registry'  and  heha\  ioral  risk  data 
also  can  be  used  for  programmatic  purposes. 
Selected  registry  data  for  each  county  will  be 
given  to  the  communitx'  coalitions  to  demon- 
strate the  extent  of  the  cancer  problem  in 
their  communities.  Behavioral  risk  data  for 
the  entire  NALIC  region  and  the  three  subre- 
gions will  he  usetl  to  demonstriite  the  need  for 
changes  in  health  beha\iors  among  residents. 

N.ALK;  staff  members  recognize  a  number  of 
important  limitations  to  interpreting  program 
outcomes  Irom  these  data.  For  example,  other 
factors  in  cKldition  to  this  program  will  affect 
participation  in  screening  programs. 
Nevertheless,  trends  are  likely  to  be  useful  in 
generating  hyiiotheses  to  be  tested  in  further 
studies.  .Another  important  limitation  of  using 
cancer  registry  data  is  the  traditional  2-year 
lapse  between  the  dates  w  hen  data  are  submit- 
letl  jnd  when  the\  are  proeessetl  and  read\" 
for  analysis.  Consequently,  this  analysis  can- 
not be  done  before  the  third  jiroject  year;  in 
year  S,  data  will  be  available  through  the 
third  project  year  onl\. 

Initial  Planning  Issues 

NALIC  is  addressing  a  number  of  issues 
during  its  planning  stage.  Ihe  restructuring 
of  the  project's  advisory  committee  into  three 
regional  advisory  committees  in  addition  to 
the  overall  project  advisory  committee  was  a 
response  to  concerns  about  addressing  impor- 
tant regional  differences  within  the  NALIC 
project  area  as  well  as  promoting  project 
integrity  and  collaboration  throughout  the 
large  geographic  area  served  by  NALIC. 
Crucial  issues  include  promoting  communica- 
tion between  distant  members  of  the  project 
staff,  coordinating  linkages  between  CES  and 
ACS  counterparts,  and  making  connections 
with  other  state  and  federal  organizations 
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concerned  with  rural  and  health  issues. 
Timely  and  consistent  communication 
between  CES  and  ACS  also  is  limited  by 
restrictions  on  resources,  which  include 
funds  and  time  as  well  as  personnel.  These 
limitations  affect  other  aspects  of  the  project. 
For  example,  NALIC  recognizes  that  the  mea- 
surement of  behavior  change  and  the  process 
of  coalition  building  require  a  detailed  evalua- 
tion methodology.  However,  funding  and 
staffing  restraints  limit  the  scope  of  the 
evaluation  plan. 

The  NALIC  staff  believes  that  small  incen- 
tive grants  would  be  highly  desirable  to 
encourage  new  coalitions  to  begin  project 
activities.  Finding  ways  to  acquire,  manage, 
and  disseminate  these  funds  is  an  important 
issue  during  NALIC's  planning  stage.  NALIC 
also  is  concerned  about  the  implications  of 
promoting  cancer  screening  for  rural  and  low- 
income  individuals,  many  of  whom  may  lack 
health  insurance,  without  being  able  to  pro- 
vide followup  care  and  treatment  for  cancers 
that  are  detected.  Ideally,  the  community 
should  develop  a  plan  to  provide  for  this 
eventuality.  However,  the  community  may 
not  be  able  to  confront  this  issue  immediately. 

NALIC  staff  members  share,  with  staff  from 
many  similar  endeavors,  the  challenge  of  cre- 
ating a  shared  vision  of  the  project  among 
participants  with  diverse  backgrounds  and 
personal  experiences.  Project  members  with  a 
medical  orientation  view  the  project's  mission 
differently  than  do  members  with  a  more 
grassroots  orientation.  Project  staff  members 
are  not  equally  convinced  of  the  value  of  com- 
munity-based coalitions,  particularly  those 
that  include  people  who  have  limited  incomes 
and  reside  in  rural  areas.  Some  CES  and  ACS 
staff  members  who  are  participating  in  NALIC 
view  the  project's  objectives  from  a  perspec- 
tive focused  on  programs  and  activities  rather 
than  coalition  building.  These  individuals  per- 
ceive the  need  for  concrete  and  immediate 
program  activities  and  would  prefer  to  imple- 
ment cancer  programs  before  building  coali- 


tions. Because  both  CES  and  ACS  are  oriented 
organizationally  to  demonstrating  program 
impact,  many  of  their  staff  members  prefer  to 
focus  on  short-term,  readily  measured,  educa- 
tional and  behavioral  outcomes.  Coalition 
building  does  not  lend  itself  to  this  model.  It 
requires  a  significant  investment  of  time,  does 
not  yield  measurable  impacts  in  the  short 
term,  and  places  staff  in  highly  unstructured 
situations.  These  factors  may  deter  busy  pro- 
fessionals from  making  a  commitment  to 
NALIC  involvement.  Assuring  participants 
of  the  long-term  benefits  of  coalitions  is  an 
important  goal  during  the  implementation 
of  the  project. 

Many  CES  and  ACS  staff  members  involved 
in  NALIC  are  concerned  about  the  appropriate 
geographic  limits  of  a  community  coalition. 
Staff  members  from  both  organizations  are 
county  focused.  Nevertheless,  the  project  may 
need  to  involve  an  area  that  is  larger  or  small- 
er than  a  county.  Therefore,  the  concept  of 
community  will  not  be  consistent  from  coali- 
tion to  coalition.  In  some  areas,  counties  may 
be  divided  geographically.  In  other  areas, 
county  boundaries  may  be  overlooked  by 
local  residents.  By  prompting  coalitions  to 
define  their  own  geographic  boundaries, 
NALIC  hopes  to  draw  on  the  natural  linkages 
and  networks  that  traditionally  exist  in  the 
rural  areas. 

NALIC  project  staff  also  must  consider  the 
extent  to  which  the  project  should  address 
local  environmental  issues  such  as  toxic  waste 
sites,  incinerator  projects,  and  industrial  efflu- 
ent. Although  controversy  surrounding  these 
issues  reflects  concern  about  potential  carcino- 
genicity, focusing  on  the  issues  may  distract 
people  from  considering  those  cancers  in 
which  the  outcome  can  be  affected  more  read- 
ily by  education  and  outreach  programs  that 
target  prevention  and  screening  practices. 
NALIC  staff  members  are  aware  that  they  may 
need  to  investigate  additional  resources  for 
coalitions  that  choose  to  confront  environ- 
mental concerns. 
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Project  Characteristics 
of  the  Northern  Appaiacliia 
Leadership  Itiitiative 
on  Caticer 

▼ 


1.  The  Northern  Appalachia  Leadership 
Initiative  on  Cancer  (NALIC)  will  be 
implemented  by  the  Cooperati\  e 
Extension  Service  (CES)  at  Pennsylvania 
State  University  in  association  with  the 
CESs  of  the  University  of  Maryland  and 
Cornell  University.  Divisions  of  the 
American  Cancer  Society  (ACS)  in 
Maryland,  New  York,  and  Pennsylvania 
and  the  University  of  Pittsburgh  also 
will  participate  in  NALIC. 


2.  NALIC  will  serve  an  area  of  rural 
communities  with  people  of  various 
ethnic  origins. 

3.  Through  state  ACS  divisions,  NALIC 
will  extend  and  adapt  current  activities 
of  the  extension  services  in  Maryland, 
New  York,  and  Pennsyhania. 

4.  NALIC  will  involve  a  broad  spec- 
trum of  community  members  recruited 
from  senior  citizen  centers,  high  school 

conti)tiictl 
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continued 

clubs,  fraternal  and  service  organizations, 
volunteer  fire  departments,  craft  clubs, 
church  groups,  and  sports  teams. 

5.  Initiating  committees  will  conduct 
needs  assessments  of  their  respective 
communities  to  identify  cancer  concerns 
of  the  community,  the  county-specific 
levels  of  cancer  incidence  and  mortality, 
the  resources  available  in  the  community 
to  provide  a  cancer  training  and  outreach 
program,  the  history  of  cancer  outreach 
activities  in  the  community,  and  the  areas 
of  greatest  social  and  economic  need  in 
the  area. 

6.  NALIC  will  evaluate  the  extent  to 
which  coalitions  are  involved  in  the  fol- 
lowing: providing  cancer  education  or 
screening  activities  at  worksites  and  in 
schools,  developing  partnerships  with 
the  media  to  deliver  cancer  education 
messages  to  the  public,  devising  cancer 
education  materials  appropriate  to  the  lit- 
eracy level  of  target  audiences,  and  using 
a  participatory  process  for  developing 
cancer  education  plans  and  programs. 

7.  NALIC  will  develop  a  support  and 
communication  network  of  established 
and  newly  formed  coalitions  and  will 
foster  communication  through  a 
statewide  computer  network,  quarterly 
newsletters,  and  regular  meetings  of 
coalition  members. 

8.  NALIC  will  form  regional  advisory 
committees  in  addition  to  a  project  advi- 
sory committee  made  up  of  representa- 
tives from  the  regional  committees.  The 
project  advisory  committee  will  focus  on 


strategic  planning  issues  and  organiza- 
tional sustainability;  the  regional  adviso- 
ry committee  will  focus  on  project 
implementation  and  local  sustainability. 

9..  NALIC  will  use  a  medical  advisory 
committee  made  up  of  doctors,  nurses, 
and  social  workers  to  help  link  coalitions 
with  the  medical  community  and  to 
review  cancer  education  materials 
for  accuracy  and  programs  for  their 
feasibility. 

10.  NALIC  will  assist  coalitions  to  assess 
alternative  cancer  prevention  and  control 
activities  as  a  means  of  empowering  com- 
munities and  enabling  them  to  identify 
their  own  needs,  generate  resources  with- 
in the  community,  and  access  untapped 
resources  from  outside  the  communities. 

11.  NALIC  will  collect  data  routinely  to 
evaluate  the  effectiveness  of  the  project 
and  assess  the  extent  of  the  cancer  prob- 
lem in  a  community.  NALIC  evaluation 
staff  will  analyze  information  on  the 
availability  of  health  services  within  the 
region,  as  well  as  indicators  of  knowledge 
about  prevention  and  early  detection  of 
cancer,  tobacco  use  rates,  and  the  number 
and  types  of  people  who  contact  the  ACS 
in  response  to  NALIC's  efforts. 
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The  project  staff  members  of  NALIC  recog- 
nize that  coalition  building  may  not  be  the 
only  avenue  to  achieve  effective  cancer  pre- 
vention and  control  in  a  rural  Appalachian 
community.  Coalition  members  may  need  to 
consider  ways  to  build  communication  and 
cooperation  within  these  communities  to 
promote  programs  that  will  attract  rural 
people  who  are  not  traditional!}'  reached 
by  medical  services. 
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CHAPTER    12 


North  Central  Appalachia 
Leadership  Initiative  on  Cancer 

Fred  R.  Butcher,  Pamela  Brown,  Marie  Steelman,  and  Gale  Harris 


Institutional  Context 

The  Mary  Babb  Randolph  Cancer  Center 
(MBRCC),  part  of  the  West  Virginia  University 
Health  Sciences  Center  in  Morgantown,  West 
Virginia,  will  be  responsible  for  directing  the 
North  Central  Appalachia  Leadership 
Initiative  on  Cancer  (NCALIC)  project  in 
West  Virginia  and  Ohio.  This  project  will 
target  all  84  Appalachian  counties  in  the 
two  states.  MBRCC  will  collaborate  with 
the  Riverside  Regional  Cancer  Institute  at 
Riverside  Methodist  Hospital  in  Columbus, 
Ohio,  to  coordinate  NCALIC  activities  in  the 
Appalachian  portion  of  southeastern  Ohio. 

MBRCC  has  a  history  of  service  related  to 
the  National  Cancer  Institute's  (NCI) 
Appalachia  Leadership  Initiative  on  Cancer 
(ALIC)  program  goals.  It  currently  provides 
integrated,  cancer-related  services  to  residents 
of  West  Virginia.  Programs  emphasize  commu- 
nity-based approaches  to  cancer  prevention 
and  control,  including  education  and  out- 
reach. MBRCC  trains  health  professionals 
and  educators  to  effectively  reach  their  clients 
with  information  on  early  detection  of  breast 
and  cervical  cancers,  smokeless  tobacco  and 
smoking  cessation,  and  nutrition.  Through 
its  extensive  work  with  the  Cancer  Informa- 
tion Service  (CIS)  of  NCI,  MBRCC  has  deep- 
ened its  knowledge  of  cancer  needs  and 
cancer-related  attitudes  and  risk  behaviors 
of  West  Virginia's  population. 

MBRCC's  partner,  the  Riverside  Regional 
Cancer  Institute,  has  65  clinical  and  educa- 


tional programs  throughout  Ohio,  many 
of  which  are  located  in  the  southeastern 
counties.  The  complementary  strengths  of 
MBRCC  and  Riverside  in  cancer  education 
and  outreach  and  their  prior  work  together 
create  the  basis  for  this  partnership. 

Populations  to  be  Served 

The  North  Central  Appalachia  Leadership 
Initiative  on  Cancer  project  serves 
Appalachian  Ohio  and  all  of  West  Virginia, 
a  region  with  more  than  68  percent  of  its 
counties  classified  as  rural  (see  Figure  1  in 
the  Introduction  to  Section  III).  According 
to  U.S.  1990  census  data,  the  median  age  of 
the  counties'  residents  and  the  portion  of 
residents  age  65  and  older  have  increased 
over  the  1980s.  The  median  age  of  residents 
of  Ohio's  29  Appalachian  counties  increased 
by  3.8  years  during  that  decade  (from  30.4 
years  in  1980  to  34.2  years  in  1990).  In 
West  Virginia,  the  median  age  increased  by 
5  years  (from  30.4  years  in  1980  to  35.4  in 
1990).  Between  1980  and  1990,  the  group 
age  65  and  older  increased  by  1.8  percent  in 
Appalachian  Ohio  counties  and  2.8  percent 
in  West  Virginia  (U.S.  Department  of 
Commerce  1991).  The  primary  reason  for 
the  increase  in  the  proportion  of  older  peo- 
ple is  a  decrease  in  the  younger  population. 

According  to  the  1990  census,  low  literacy 
is  a  particular  problem  in  the  NCALIC  region 
for  persons  age  25  and  older.  In  the  29 
Appalachian  counties  of  Ohio,  32.8  percent 
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of  the  adult  popLikitioii  luivc  not  ^r.iduatcd 
from  high  school,  and  \^.\  percent  ha\e  less 
than  a  ninth-grade  education.  1  hirty-seven 
percent  of  ddult  West  \'irginians  haw  not 
graduated  from  high  school,  and  20  percent 
have  less  than  a  ninth-grade  education  (U.S. 
Department  of  Commerce  1991). 

The  percentage  of  individuals  with  limited 
literacy  skills  is  higher  in  the  more  isolated 
counties.  For  example,  in  West  Virginia,  58 
percent  of  McDowell  County  residents  age 
25  and  older  have  not  graduated  from  high 
school.  Thirty-two  percent  of  this  same  age 
group  have  less  than  a  ninth-grade  education. 
In  Holmes  County,  Ohio,  53  percent  of  resi- 
dents age  25  and  older  have  not  graduated 
from  high  school,  and  33  percent  have  less 
than  a  ninth-grade  education  (U.S. 
Department  of  Commerce  1991). 

West  Virginia's  first  immigrants  settled 
there  in  the  early  1700s.  The  Germans  and  the 
Scotch-Irish  came  to  escape  religious  sanctions 
in  their  home  countries  (Bice  1979).  People 


from  Holland,  Ireland,  Scotland,  l.ngland, 
Wales,  and  Sweden  arrived  with  the  hope  of 
owning  land.  These  settkTs  helped  huild  the 
state's  earliest  industries,  which  included  lum- 
her,  grain,  farming,  gunpowder,  salt  process- 
ing, and  hoat  making.  The  rugged  terrain  of 
West  \'irginia  consists  of  mostly  hilly  plateaus 
and  forested  mountains;  therefore,  most  of  the 
industries  and  towns  were  located  along  rivers 
(Bailey  1965). 

Access  to  the  state's  interior  and  to  sur- 
rounding states  improved  with  the  arrival  of 
railroads  during  the  latter  third  of  the  19th 
century.  Constructed  to  serve  West  Virginia's 
coal  industry,  railroads  penetrated  into  nearly 
every  part  of  the  coal  region.  Because  local 
workers  were  scarce,  laborers  relocated  to 
West  Virginia  to  work  on  the  railroads. 
Existing  towns  grew,  and  new  towns  were 
established.  The  completion  of  the  railroads 
signaled  the  birth  of  the  coal  industry  (Rice 
1972).  By  the  end  of  the  coal  era,  outside  cor- 
porations owned  most  land  and  mineral  rights 
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in  West  Virginia.  Thus,  ttiis  "progress"  left 
West  Virginians  feeling  isolated  and  hostile. 

Floods  of  European  immigrants,  especially 
those  from  Poland,  Hungary,  and  Italy,  came 
to  West  Virginia  to  work  in  the  mines  (Sutton 
1968).  Because  mine  locations  were  frequently 
isolated,  the  coal  companies  often  built  towns 
for  their  workers  that  included  company- 
owned  homes,  stores,  and  churches. 

The  United  Mine  Workers  of  America  was 
formed  in  1890,  and  by  1902  most  coal  mines 
in  the  state  had  unionized.  The  advent  of  rail- 
roads and  the  coal  industry  encouraged  the 
growth  of  many  other  industries.  Metal,  glass, 
chemical,  and  textile  industries  developed  to 
utilize  West  Virginia's  other  natural  resources, 
including  salt,  natural  gas,  oil,  limestone,  clay, 
sand,  gravel,  and  timber.  These  extractive 
industries  brought  great  prosperity  during 
boom  times  but  left  scarred  lands,  poverty, 
and  towns  without  hope  (Bice  1979).  This  his- 
tory of  prosperity  and  hardship  helped  to 
shape  the  mountaineers'  heritage  of  self- 
reliance,  independence,  and  hard  work.  The 
West  Virginia  motto,  "Montani  Semper  Liberi" 
("mountaineers  are  always  free"),  exemplifies 
this  heritage. 

The  history  of  Ohio's  Appalachian  region 
dates  back  to  800  B.C.  and  the  ancient 
Indians.  As  part  of  one  of  the  continent's 
strategic  crossroads,  this  area  attracted  people 
from  a  variety  of  regions  and  countries,  result- 
ing in  a  rich  cultural  heritage  and  significant 
diversity  (Durrance  and  Shamblein  1976). 

Appalachian  Ohio  is  an  area  of  steep-sided 
hills  and  valleys  referred  to  as  the  Appalachian 
Plateaus.  It  extends  from  the  Ohio  River  valley 
into  the  wooded  foothills  west  of  the 
Allegheny  Mountains.  Because  of  the  state's 
central  location  and  the  Appalachian  region's 
location  on  the  Ohio  River — the  "River  to  the 
West"  for  waves  of  immigrants — Ohio  attract- 
ed settlers  from  all  parts  of  the  country 
(Durrance  and  Shamblein  1976).  As  greater 
amounts  of  land  opened  up  for  settlement  in 
the  late  1700s  and  early  1800s,  immigrants 


from  England,  France,  Germany,  Ireland,  and 
Scotland  moved  to  Ohio.  At  that  time,  agricul- 
ture was  the  state's  major  industry.  Germans 
who  were  escaping  economic  and  political 
problems  in  Europe  settled  in  or  near  the  larg- 
er cities  in  Appalachian  Ohio.  Ohio's  antislav- 
ery  stance  and  alignment  with  the  Union 
during  the  Civil  War  stimulated  migration 
of  African  Americans  from  the  South 
(Encyclopedia  Americana  1979). 

Ohio's  central  location  and  its  accessibility 
to  natural  resources,  power,  transportation, 
and  markets  shaped  the  evolution  of  industry. 
Advances  in  the  coal  and  steel  industries 
brought  a  second  wave  of  immigrants  to 
Appalachian  Ohio.  Other  regional  industries 
involving  chemicals,  metal  production,  stone, 
clay  and  glass  products,  machinery,  and  pulp 
and  paper  products  became  increasingly  pro- 
ductive at  the  same  time.  This  industrial 
development  drew  large  numbers  of  immi- 
grants from  Italy,  Czechoslovakia,  Poland, 
Hungary,  Greece,  Yugoslavia,  Russia,  and  other 
southern  and  eastern  European  countries  to 
the  region. 

A  third  wave  of  migration  to  Ohio  occurred 
during  and  after  World  War  II  when  residents 
of  West  Virginia  and  Kentucky  moved  to  this 
region  in  search  of  employment.  An  addition- 
al number  of  African-Americans  also  relocated 
at  this  time  to  the  region's  metropolitan  areas 
{Encyclopedia  Americana  1979). 

Common  Characteristics  of 
NCALIC  Communities 

NCALIC  views  "community"  as  an  entity 
composed  of  individuals  who  interact  with 
each  other  in  one  section  of  a  large  county, 
within  the  entire  county,  within  several  coun- 
ties, or  in  contiguous  counties  across  state 
lines.  One  typical  community  that  NCALIC 
will  target  exists  at  the  fork  of  three  3,000-foot 
mountains,  90  minutes  from  an  interstate 
highway  in  central  West  Virginia.  Although 
only  2,100  people  live  in  town,  this  county 
seat  serves  a  population  of  10,729.  It  can  be 
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reached  by  three  divided  two-lane  highways 
that  descend  at  brake-burning  angles  down  a 
mountain  with  a  200-foot  drop  on  one  shoul- 
der. During  winter  storms,  the  roads  are 
impassable;  during  heavy  rains,  the  roads 
wash  out;  on  a  fair  day,  the  roads  seem  to 
lead  to  Eden. 

According  to  the  1990  census  (U.S. 
Department  of  Commerce  1991),  nearly  as 
many  men  live  in  this  county  as  women. 
Almost  16  percent  of  county  residents  are  age 
65  years  or  older,  a  2.5-percent  increase  from 
1980.  Thirty-five  percent  of  the  families  in 
this  county  live  below  the  federal  poverty  lev- 
el. I'ifty-three  percent  of  those  age  25  and  old- 
er have  not  graduated  from  high  school;  of 
those  who  have  not  graduated,  34  percent 
are  not  educated  beyond  the  eighth  grade. 

The  people  in  this  coniiminitv'  who  dn  not 
own  a  truck  or  car  can  rel\'  on  the  Mountain 
Transit  Authority  bus,  which  travels  to  the 
next  town  (irregularl\)  three  times  a  week. 
However,  commuters  must  find  a  way  to 
get  to  town  to  catch  the  bus.  An  alternative 
means  of  transportation  is  the  town's  one 
taxi  parked  in  front  of  the  Dollar  Store.  A 
senior  center  van  will  pick  u[)  anyone  along 
the  main  roads  who  can  afford  to  come  to 
town  on  I'uesday  for  a  |iotlu(.k  lunch.  Most 
rural  residents  rely  on  each  other  for  trans- 
portation as  they  do  for  companionship,  help 
in  coping  with  misfortunes  and  emergencies, 
and  health  information. 

Business  owners,  school  teachers,  the  town 
surgeon,  the  general  practitioner,  the  dentist, 
and  six  lawyers  are  among  the  "affluent" 
members  of  the  community  who  live  in  town. 
Branching  off  each  main  road  are  dirt  roads 
that  lead  to  "hollers"  that  wind  along  rivers 
and  the  mountain  ridges.  Other  people  live 
in  "company  towns"  long  ago  deserted  b\'  the 
coal  industry.  The  poorest  people  live  along 
the  river  "below  town";  until  1979,  raw 
sewage  was  dumped  routinely  into  the  river. 

Like  most  residents  of  West  Virginia  and 
Appalachian  Ohio,  people  in  this  typical  rural 


comnuinitN  li\e  no  more  than  30  minutes 
from  their  place  of  birth.  The  "hollers"  are 
populated  with  families,  branches  of  families, 
and  people  who  attend  the  same  local  church. 
These  people  do  not  identify  with  those  who 
live  in  town.  They  come  to  town  only  on 
Saturdays,  when  they  bu\  supplies  and  chat 
with  each  other  on  the  courthouse  lawn. 
Other  gatherings  may  focus  on  church, 
bluegrass  music,  reunions,  and  funerals. 

I  hese  rural  residents  believe  they  are 
heal  tin  it  the\-  can  continue  to  do  necessary 
physical  work.  Onl\  when  they  can  no  longer 
work  in  their  gardens,  haul  wood,  or  tend 
their  animals  do  the\  believe  that  they  have 
health  problems.  1  heir  concept  of  preventive 
medicine  usualK  does  not  extend  beyond 
ath  ice  Irom  tamilx  and  traditioUiil  folk  reme- 
dies. It  these  resitlents  have  a  television,  they 
ma\  tr\  ad\ertised  o\er-the-counter  medi- 
cines. ,\  source  of  primary  care  may  include 
irregular  visits  to  the  one  nurse  who  works 
for  the  count\  health  department.  Problems 
concerning  domestic  disputes,  children  in 
school,  aging,  and  chronic  disease  are 
addressed  by  the  Seneca  Mental  Health 
C^enter.  The  local  hospital  serves  members 
of  this  community  in  the  emergency  room 
hut  offers  no  pre\enti\e  services. 

Ibis  typical  community  demonstrates  the 
need  for  NCALIC  to  overcome  barriers  that 
include  illiteracy,  distrust  of  outsiders,  distrust 
of  medical  language,  and  lack  of  transporta- 
tion. However,  NCALIC  communities  have 
developed  informal  mechanisms  for  working 
together  on  common  problems.  Within  the 
most  rural  areas  served  by  NCALIC,  people 
meet  at  church,  after  church  services,  or  at 
potluck  socials  to  discuss  group  and  individual 
problems.  For  example,  they  may  consider 
ways  to  collect  hrewood  during  the  winter 
for  a  neighbor  who  has  had  a  stroke.  .At  the 
"town"  level  of  community,  people  hold 
informal  meetings.  Community  leaders  com- 
municate by  word  of  mouth,  announcements 
at  the  end  of  church  services,  notices  in  the 
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local  newspaper,  or  announcements  by  the 
local  disk  jockey.  For  example,  local  leaders 
may  announce  that  everyone  is  invited  to 
gather  at  the  high  school  gymnasium  to  talk 
about  raising  money  for  the  town  library. 
Solutions  emphasize  cooperatian,  raffles, 
potluck  dinners,  and  bake  sale  proceeds. 

NCALIC  has  the  opportunity  to  work  with 
and  build  on  this  tradition  of  community 
cooperation  and  mutual  support  to  address 
the  problem  of  cancer  in  rural  Appalachia. 

Incidence  and  Risk  of  Cancer 

NCALIC  is  working  in  a  region  where  rates 
of  cancer  mortality  are  notably  higher  than 
national  rates.  According  to  Cancer  Statistics 
Review  1973-1989  (Miller  et  al.  1992),  mortali- 
ty rates  are  particularly  high  in  West  Virginia 
for  lung  and  cervical  cancers  and  in  Ohio  for 
breast,  colon,  and  rectal  cancers.  West  Virginia 
ranked  third  nationally  in  the  1985-1989  aver- 
age annual  age-adjusted  mortality  rate  for 
lung  cancer  and  fifth  for  cervical  cancer. 
Likewise,  Ohio  (only  a  portion  of  which  is  in 
Appalachia)  ranked  11th  nationally  for  overall 
cancer  mortality,  9th  for  breast  cancer,  and 
11th  for  colon  and  rectal  cancers.  The  inci- 
dence of  certain  cancers,  such  as  breast  and 
colon  cancers,  in  West  Virginia  and  southeast- 
ern Ohio  also  may  be  increasing  at  a  faster  rate 
than  the  incidence  for  the  United  States. 

The  north  central  portion  of  Appalachia  is 
largely  medically  underserved  and  is  charac- 
terized by  poor  compliance  with  early  detec- 
tion guidelines  and  cancer  prevention 
behaviors,  including  higher  rates  of  tobacco 
use  than  in  the  nation  as  a  whole.  For  exam- 
ple. West  Virginia  leads  the  nation  in  smoke- 
less tobacco  use  and  overall  tobacco  use. 
Many  Appalachian  residents  are  still  unaware 
of  where  or  when  to  seek  early  cancer  detec- 
tion, how  to  proceed  when  they  are  diagnosed 
with  cancer,  or  how  to  navigate  through  an 
increasingly  complex  and  technical  health 
care  system. 


Mobilizing  Leaders 

A  key  strategy  for  mobilizing  local  leaders 
involves  familiarizing  the  community  with 
cancer  problems  and  how  the  NCALIC  plans 
to  address  these  problems  in  a  particular  area. 
NCALIC  is  initiating  its  mobilization  efforts 
with  a  series  of  educational  training  meetings, 
to  be  conducted  through  the  Mary  Babb 
Randolph  Cancer  Center  in  Morgantown. 
The  purpose  of  these  meetings  is  to  identify 
agencies  and  individuals  who  will  form  a 
matrix  coalition  involving  state,  regional, 
and  local  intermediaries. 

MBRCC  and  the  Riverside  Regional  Cancer 
Institute  in  Columbus,  Ohio,  have  initiated 
a  series  of  planning  meetings  with  NCALIC's 
key  collaborators — county  and  state  health 
departments  and  American  Cancer  Society 
(ACS)  divisions  in  West  Virginia  and  Ohio. 
These  agencies  will  assist  NCALIC  in  identify- 
ing other  intermediaries  at  all  levels.  A  series 
of  presentations  by  NCALIC  staff  will  lead  to 
the  identification  and  recruitment  of  state 
and  regional  intermediaries  and,  through 
these  contacts,  of  community  leaders  who 
will  serve  as  coalition  coordinators. 

MBRCC  and  the  Riverside  Regional  Cancer 
Institute  sent  letters  introducing  NCALIC  and 
its  goals  and  objectives  to  potential  state  inter- 
mediaries. The  letters  were  followed  by  sched- 
uled presentations  that  introduced  NCALIC 
and  outlined  areas  of  potential  long-term  col- 
laboration. At  these  meetings,  NCALIC  staff 
members  discussed  cancer  problems  and  issues 
specific  to  the  state  and  region,  defined  "rural- 
ity"  to  help  identify  target  regions  or  counties, 
and  discussed  NCI's  cancer  priorities  and 
target  populations  of  special  concern. 

Individuals  and  agencies  recruited  at  these 
meetings  will  help  enlist  intermediaries  to 
work  with  NCALIC  staff  at  the  regional  level. 
Potential  regional  intermediaries  include  rep- 
resentatives of  the  Wellness  Coalition  and  the 
Health  Promotion  Network;  members  of  the 
State  Health  Education  Council;  patient  edu- 
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cators  from  clinics  and  hospitals;  and  regional 
coordinators  for  the  Breast  and  Cervical 
Cancer  Screening  Program  of  the  Centers  for 
Disease  Control  and  Prevention  (CDC'),  NCI's 
American  Stop  Smoking  Intervention  Study 
for  Cancer  Prevention  (ASSIST),  and  iUiral 
Cancer  Intervention. 

NCALIC  presentations  to  potential  regional 
intermediaries  include  material  presented  at 
the  state  level  as  well  as  region-specific  data 
on  cancer  mortality  and  demographics. 
Project  staff  will  solicit  the  audience's  perspec- 
tives on  cancer  problems  and  issues  in  the  \ar- 
ious  regions  as  well  as  suggestions  regarding 
regional  resources  that  may  be  available  to 
NCALIC.  Ihese  regional  meetings  also  will 
serve  to  identify  ongoing  cancer-related  acti\  i- 
ties,  thereby  avoiding  duplication  of  ctlort. 
Possible  areas  of  collaboration  such  as  jikIus- 
tries  and  worksites  will  be  explored. 

Regional  intermediaries  will  be  asked  to  sug- 
gest acti\e  leaders  and  decision  makers  at  the 
communitN  level  who  may  wish  to  head  an 
NCALIC  coalition.  Potential  comniuiiitx  lead- 
ers include  private  rural  practitioners,  nurse 
practitioners,  physician  assistants,  school  prin- 
cipals, librarians,  county  extension  agents, 
ACS  leaders,  business  and  industry  leaders, 
church  and  civic  leaders,  homemakers,  senior 
citizens,  local  elected  officials,  emergency  ser- 
vice personnel,  and  media  representatives. 

NCALIC  regional  contacts  will  invite  poten- 
tial coalition  members  to  a  town  meeting, 
where  community  leaders  will  be  introduced 
to  NCALIC  project  staff  and  the  coalition  con- 
cept. In  addition  to  presenting  information 
included  in  the  regional  orientation  meetings, 
project  staff  members  will  discuss  the  logistics 
of  coalitions  and  their  central  role  in  NCALIC. 
Local  leaders  will  be  invited  to  join  NCALIC 
efforts  in  building  community-based  cancer 
prevention  and  control  coalitions. 

NCALIC's  efforts  to  establish  cancer  preven- 
tion and  control  coalitions  in  West  Virginia 
and  Appalachian  Ohio  are  designed  to  answer 
key  research  questions  and  achieve  corre- 


sponding goals.  The  central  research  questions 
and  goals  for  NCALIC  are  as  follows: 

►  Can  communities  in  West  Virginia  and 
Appalachian  Ohio  implement  their  own  can- 
cer prevention  and  control  interventions? 
NCALIC  plans  to  select  potential  coalition 
communities  carefully;  offer  resources  and 
technical  support  appropriate  to  their  cancer- 
related  concerns;  build  relationships  at  the 
state,  regional,  and  local  levels  that  will  nur- 
ture these  coalitions;  and  document  the 
process  by  which  communities  unite  and  act. 

►  (  cU!  local  coalitions  implement  cancer 
control  interxentions  that  will  change  the 
knowledge,  attitudes,  and  behaviors  of  their 
communities?  Through  careful  evaluation, 
NCALIC"  will  be  able  to  assess  changes  that 
can  be  attributed  to  cancer  coalition  activities. 

►  Can  behavioral  changes  be  sustained 
beyond  ALIC?  I  hrough  their  involvement 
with  NCALIC  coalitions,  communities  may 
change  the  wa\  they  \iew  health;  indi\  iduals 
may  learn  that  they  have  more  control  over 
their  health;  patients  and  health  professionals 
may  change  their  expectations  about  the  ser- 

\  ices  they  receive  or  provide;  and  legislators 
may  be  encouraged  to  pass  laws  that  improve 
access  to  cancer-related  ser\  ices. 

Building  Blocks  of  Coalitions 

NCALlc;  will  choose  communities  for  cancer 
prevention  and  control  coalitions  based  on 
rurality,  availability  of  resources,  demonstrat- 
ed need  for  active  cancer  prevention  and  con- 
trol interventions,  and  desire  to  sponsor 
coalitions.  NCALIC  will  choose  coalition 
members  who  represent  the  community  and 
have  access  to  all  residents,  especially  minori- 
ty and  medically  underserved  populations. 
The  cancer  prevention  and  control  coalitions 
will  be  comprehensive  in  breadth  to  target 
multiple  systems  such  as  schools,  worksites, 
medical  facilities,  and  civic  organizations. 

Each  coalition  will  implement  a  unique 
and  independent  intervention,  but  the  pro- 
cess for  designing,  implementing,  and  evaluat- 
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ing  these  interventions  will  be  consistent.  As 
coalitions  begin  to  define  their  intervention 
programs,  subcommittees  will  be  formed  to 
meet  monthly  to  plan  and  execute  various 
program  components.  These  subcommittees 
may  focus  on  topics  such  as  materials  develop- 
ment and  review,  media  coordination, 
fundraising,  public  education,  or  efforts 
to  reach  special  populations  within  the 
community. 

NCALIC  will  offer  local  coalitions  a  wide 
range  of  technical  assistance  on  topics  such 
as  planning  programs,  working  with  the 
media,  evaluating  progress,  and  writing 
grants.  Coalition  members  need  to  feel  that 
they  and  their  communities  receive  direct 
benefits  from  their  involvement  with  NCAL- 
IC. Such  benefits  might  include  supplying 
community  members  with  materials  and 
resources,  offering  expertise  in  technical 
areas,  awarding  certificates  for  new  skills, 
and  recognizing  individuals  and  groups 
through  the  local  media  or  at  special  events. 

NCALIC  has  identified  intermediaries  with 
direct  access  to  the  target  population.  Several 
existing  programs  extend  into  communities 
and  could  become  collaborators  with  NCALIC. 

►  Community  Action  Association,  Inc., 

is  an  umbrella  organization  for  member  agen- 
cies that  offer  services  to  low-income  people. 
Although  the  number  and  type  of  member 
agencies  vary  between  states,  most  include 
Head  Start  and  affiliates  that  provide  surplus 
food  distribution,  home  weatherization,  job 
training,  adult  literacy  and  training  programs, 
and  rural  transportation.  Both  Ohio  and 
West  Virginia  have  a  Community  Action 
Association  with  county  or  multicounty  agen- 
cies. In  West  Virginia,  for  example,  19  separate 
local  agencies  collectively  serve  50,000  low- 
income  people.  This  organization  can  provide 
cancer  information  and  education  programs 
to  elderly,  low-income  women  who  may  be 
missed  by  other  community  programs. 

►  The  Associations  of  Housing  Authorities 
have  access  to  thousands  of  Appalachians  in 


each  state  who  live  in  public  housing.  In  West 
Virginia,  for  example,  38  separate  local  hous- 
ing authorities  serve  more  than  17,000  people. 
Many  public  housing  facilities  are  staffed  by 
resident  services  coordinators  who,  under  the 
new  resident  initiative  of  the  U.S.  Department 
of  Housing  and  Urban  Development,  can  be 
credited  with  disseminating  cancer  informa- 
tion to  their  clients.  The  Associations  of 
Housing  Authorities  and  the  Community 
Action  Associations  both  are  relatively 
untapped  resources  that  can  help  reach 
the  population  NCALIC  is  targeting. 

►  Cooperative  Extension  Services,  located 
in  every  county  in  the  North  Central 
Appalachian  region,  have  extensive  experi- 
ence in  developing  and  carrying  out  health 
education  programs.  The  Family  and  Youth 
Development  Extension  Programs,  for  exam- 
ple, provide  nutrition  education  during  home 
visits  to  thousands  of  low-income  audiences 
through  the  Expanded  Food  and  Nutrition 
Education  Program.  MBRCC  has  trained 
extension  homemakers  to  present  community 
programs  on  smoking  cessation,  early  detec- 
tion of  cervical  cancer,  and  good  nutrition. 
The  Cooperative  Extension  Services  will  be  a 
valuable  resource  to  NCALIC  coalitions. 

►  The  YWCA's  Women's  Health  Initiative 
includes  the  goals  of  assisting  breast  cancer 
survivors  and  helping  women  to  overcome 
barriers  to  early  detection  of  breast  cancer.  In 
mid-1993,  YWCA  will  initiate  a  new  program 
designed  to  help  medically  underserved  and 
minority  women  to  overcome  the  obstacles 
that  prevent  them  from  surviving  breast  can- 
cer. This  program,  to  be  instituted  in  every 
YWCA,  will  include  free  breast  health  educa- 
tion workshops  and  screening  services. 
Because  they  are  targeting  the  audience 
NCALIC  seeks  to  reach,  YWCAs  in  West 
Virginia  and  southeastern  Ohio  will  be 
valuable  intermediaries  in  carrying  out  goals. 

In  addition,  MBRCC  is  currently  involved 
in  two  projects  that  will  link  with  NCALIC. 
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►  Breast  and  Cervical  Cancer  Screening  in 
Older  Low-Income  Rural  Women  is  a  grant 
program  funded  by  NCI.  MBRCC  is  collaborat- 
ing with  a  regional,  multidisciplinary  healtli 
department  to  demonstrate  how  a  consorliuin 
of  community  agencies  can  develop  and  eval- 
uate strategies  to  increase  tiie  availability, 
awareness,  and  utilization  of  breast  and  cervi- 
cal cancer  screening  services.  The  target  popu- 
lation is  rural,  low-income,  unscreened 
women  age  40  and  older  witli  an  eni[)luisis 

on  women  age  65  and  older. 

►  I  he  1  inklni;  Kcsouiws  ani.]  1  xpaiKling 
Health  Services  in  West  Virginia:  A 
Demonstration  i'loject  to  Alter  the  Role  ol  the 
Small  Rural  Hospital  is  a  project  funded  In  the 
W.K.  Kellogg  I'oundation.  This  Kellogg  gi\nU, 
supplemented  by  the  Henedum  loundation, 
covers  a  15-county  rural  area  of  West  Virginia. 
This  [Kojeet  utilizes  a  iK'twork  ot  "lii\  le>ulers," 
chuiches,  extension  .igeiUs,  eit\  councils,  jnd 
so  forth,  to  work  with  primary  care  clinics  to 
reduce  health-related  problems  of  women  and 
children.  It  addresses  breast  and  cervical  can- 
cer screening,  teaching  risk  factors  for  other 
cancers,  nutrition  cuul  piLiiatal  (.are,  teenage 
pregnancy,  and  intant  mortality. 

VIBRCC  already  is  directing  community- 
level  programs  for  cancer  information  and 
screening.  The  Breast  and  Cervical  Cancer 
Screening  Program,  funded  by  CDC,  is  increas- 
ing the  number  of  women  in  West  \  irginia 
(and  in  Ohio  as  of  1993)  who  routineK'  receive 
mammograms  and  Pap  tests  and  is  providing 
continuing  education  programs  for  health 
professionals  working  with  breast  and  cervical 
cancer  screening.  This  program  offers  screen- 
ing services  at  little  or  no  cost  to  low-income 
women  at  or  below  200  percent  of  the  federal 
poverty  level  who  are  underinsured  or  unin- 
sured. Persons  are  underinsured  if  their  med- 
ical insurance  does  not  cover  screening 
services  or  if  they  cannot  pay  the  required 
deductible  or  copayment.  Women  must  be 
40  years  old  to  be  screened  for  breast  cancer 
under  this  program,  and  breast  cancer  screen- 


ing promotions  and  materials  target  primarily 
women  age  50  and  older. 

More  than  100  county  health  departments 
and  primar\-  care  clinics  provide  clinical  breast 
examinations,  leach  women  how  to  do  breast 
self-examination,  show  NCI's  Once  a  Year  for  a 
Lifetime  \  ideo,  and  disseminate  NCI  and  ACS 
materials  on  breast  Ciincer.  laght  registered 
nurses  serve  as  cancer  information 
specialists  in  West  X'irginia's  jniblic  health  dis- 
tricts. I  he\  work  closely  with  MBKCC  project 
stall  to  conduct  the  "You're  Worth  It"  public 
education  tcunpaign  in  each  of  the  counties 
they  serve.  I'nder  this  heading,  MBRCC  pro- 
\  ides  public  service  announcements  (PSAs), 
low -literatA-  materials  on  breast  and  cerx'ical 
eaneers,  spei^ial  e\enls  ,\ni.\  [■)ronu)tions,  and 
educational  talks;  conducts  volunteer  training; 
works  with  local  businesses  to  reach  workers; 
aiul  uses  other  strategies  to  reach  women  with 
program  inlormation. 

(  IK  ,  \(   \l  I(  ,  aiul  (  IS  |)roject  staff  arc 
tonduc  tinu  a  sur\e\  ol  low-income  women 
in  randomK  selected  counties  throughout 
West  \'irginia  as  p.irt  ol  the  midpoint  evalua- 
tion ot  the  "You're  Worth  It"  campaign  and 
to  provide  baseline  information  for  NCALIC. 
Ihe  survev'  will  be  replicated  in  Ohio  by  CDC 
and  health  department  project  staff  and  in 
the  southeastern  Ohio  counties  by  NCALIC 
stah  at  Riverside  in  tall  199,-5.  Ihe  surve\-  will 
indicate  to  CDC  project  staff  the  extent  to 
which  "You're  Worth  It"  materials  have  been 
effective  in  reaching  the  target  population 
and  an\  necessarv  changes.  The  survey  will 
provide  NCALIC  staff  with  information  on 
specific  barriers  and  beliefs  in  \  cry  rural 
counties.  This  information  is  needed  because 
CDC's  Behavioral  Risk  Factor  Surveillance 
System  (BRI-SS)  and  other  surveys  historically 
have  used  the  telephone  to  collect  data, 
wliich,  as  those  who  work  in  the  rural  coun- 
ties realize,  excludes  much  of  the  target 
population.  Project  staff  members  also  are 
administering  the  Wide-Range  .Achievement 
Test  to  determine  whether  distributing  easy- 
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to-read  print  materials  is  an  appropriate  strate- 
gy for  reaching  the  target  group.  NCALIC  staff 
will  provide  the  results  of  the  survey  to  NCAL- 
IC/CDC  participants  to  help  coalitions  and 
businesses  plan  effective  education  and 
screening  activities. 

The  Public  Health  Nurses  Physical 
Assessment  Training  for  Breast  and  Cervical 
Cancer  Screening  (PHNPAT)  was  funded  by 
the  Cancer  Research  Foundation  of  America 
in  1989  and  endorsed  by  the  West  Virginia 
Bureau  of  Public  Health.  This  program  was 
designed  to  eliminate  a  variety  of  barriers  to 
breast  and  cervical  cancer  screening.  During 
three  5-day  workshops,  West  Virginia 
University  physicians  and  educators  trained 
43  public  health  nurses  from  36  counties  to 
recruit,  screen,  and  educate  low-income, 
underserved  women  in  their  communities 
who  may  never  have  had  a  Pap  test  or  breast 
examination.  The  training  package  included 
a  curriculum  aimed  at: 

►  Instructing  and  certifying  nurses  to  per- 
form Pap  tests,  pelvic  exams,  and  breast  exam- 
inations and  to  teach  patients  how  to  examine 
their  own  breasts; 

►  Teaching  nurses  (with  press  releases, 
radio  PSAs,  and  low-literacy  prevention  mate- 
rials provided  by  MBRCC)  how  to  use  the 
media  and  community  networks  to  educate 
rural  women  and  recruit  them  as  patients;  and 

►  Furnishing  a  Protocol  for  Cervical  and 
Breast  Cancer  Screening  endorsed  by  the  West 
Virginia  Bureau  of  Public  Health  to  each  clinic 
with  a  PHNPAT-  trained  nurse. 

MBRCC  currently  runs  the  Cancer 
Information  Service  of  Ohio,  Virginia,  and 
West  Virginia,  one  of  NCI's  largest  new  region- 
al CIS  offices  serving  a  population  of  19  mil- 
lion people.  As  one  of  the  19  offices  that  serve 
the  entire  United  States  and  Puerto  Rico 
through  its  toll-free  1-800-4-CANCER  tele- 
phone system,  CIS  provides  cancer  patients, 
their  families,  the  general  public,  and  health 
professionals  with  accurate,  confidential 
answers  to  questions  about  cancer  prevention, 


detection,  state-of-the-art  treatment,  and  com- 
munity services.  In  1992,  more  than  25  per- 
cent of  CIS  calls  to  this  three-state  area  were 
about  breast  cancer  detection,  diagnosis,  and 
treatment.  CIS  promotes  facilities  accredited 
by  the  American  College  of  Radiology,  CDC 
screening  services,  ALIC  activities  related  to 
breast  cancer,  the  National  Black  Leadership 
Initiative  on  Cancer,  and  special  screenings 
offered  through  ACS  and  accredited  cancer 
centers  and  community  hospitals  to  interested 
callers.  CIS  also  can  provide  feedback  to  pro- 
jects and  screening  service  providers  on  the 
number  of  calls  received  and  callers  who 
were  referred. 

The  West  Virginia  CIS  has  produced  a 
series  of  low-literacy  fact  sheets  that  NCI  has 
approved  for  national  distribution.  Four  of 
these  fact  sheets  are  on  early  detection  of 
breast  and  cervical  cancers.  The  West  Virginia 
CIS  also  designed  a  training  program  for  inter- 
mediaries on  how  to  identify  and  work  with 
low-literacy  populations  and  how  to  develop 
materials  for  individuals  with  limited  reading 
skills.  These  fact  sheets  and  training  programs 
will  be  offered  to  the  NCALIC  project  staff 
members  and  coalition  leaders. 

Building  a  Network  of  Coalitions 

NCALIC's  project  manager  will  supervise 
regional  coordinators  located  at  Riverside 
Regional  Cancer  Institute,  which  serves  29 
southeastern  Ohio  counties,  and  at  Mary  Babb 
Randolph  Cancer  Center,  which  serves  the 
55  counties  of  West  Virginia.  Figure  1  provides 
NCALIC's  organization  chart.  During  the  first 
year  of  its  work,  NCALIC  will  establish  region- 
al cancer  control  coalitions,  which  will  devel- 
op local  community  coalitions.  The  project's 
network  will  include  at  least  six  regional  coali- 
tions in  Appalachian  Ohio  and  eight  in  West 
Virginia.  Each  regional  coalition  will  have  18 
to  25  members,  who  will  meet  at  least  quarter- 
ly. Potential  coalition  members  will  sign  a  let- 
ter of  agreement  that  defines  the  responsibili- 
ties and  benefits  of  coalition  membership. 
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Figure  1.  NCALIC  project  organizations 
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Regional  coordinators  will  help  coalition 
leaders  develop  their  intervention  programs 
by  providing  training  on  designing  and  imple- 
menting a  cancer  prevention  and  control  pro- 
gram that  will  build  comiiuinity  competence 
and  confidence.  Part  of  the  regional  coordina- 
tors' coalition  training  sessions  will  address 
reaching  special  populations  and  conducting 
community  assessments  to  determine  cancer 
education  needs. 

NCALIC  will  offer  local  coalitions  cancer 
education  programs  that  intermediaries  can  be 
trained  to  use.  For  example,  training  programs 
will  address  ways  to  reach  low-literacy  popula- 
tions and  develop  appropriate  materials  for 


school-based  smoking  and  smokeless  tobacco 
cessation  programs,  cervical  and  breast  cancer 
screening  clinical  procedures  for  nurses,  nutri- 
tion education,  and  smoking  and  smokeless 
tobacco  prevention  for  grades  2  through  8. 

Rural  Appalachian  communities  often  resist 
academics  and  outsiders  who  come  into  the 
region  and  tell  residents  what  to  do. 
Consequently,  with  guidance  from  MBRCC 
and  key  intermediaries  who  are  indigenous  to 
the  region,  NCALIC  is  building  a  network  of 
local  coalitions  that  will  choose  programs 
and  activities  of  interest  to  the  communities. 
Regional  coordinators  will  encourage  local 
coalition  members  to  assume  the  lead  in  the 
planning  process. 


North  Central  Appalachia  Leadership  hiitiative  on  Cancer     231 


To  promote  the  exchange  of  information 
among  coalitions,  NCALIC  will  assign  a  coali- 
tion member  to  record  all  coalition  activities 
as  they  are  planned  and  implemented.  This 
record  will  include  reports  from  the  subcom- 
mittees and  minutes  of  the  quarterly  coalition 
meetings.  It  will  be  used  to  respond  to 
requests  from  the  media  and  will  contribute  to 
the  development  of  the  NCALIC  newsletter. 

Developing  and  Disseminating 
Intervention  Programs  and 
Strategies 

NCALIC  will  offer  coalitions  a  menu  of 
pretested  cancer  education  programs  and 
materials  that  can  be  used  and  adapted  for 
community  projects.  This  menu  will  reflect 
NCI's  priorities,  which  include  cancers  of  the 
breast,  cervix,  lung,  skin,  colon,  and  rectum 
as  well  as  issues  associated  with  diet  and 
smoking  cessation.  Members  of  the  NCALIC 
project  staff  will  present  information  about 
these  priorities  and  associated  screening  guide- 
lines during  a  slide  presentation  developed  for 
the  initial  coalition  meetings.  NCI's  Office  of 
Cancer  Communications  will  be  the  primary 
resource  for  cancer  education  materials. 
NCALIC  also  will  use  materials  and  programs 
developed  by  ACS  as  well  as  MBRCC's  "train- 
ing-the-trainer"  programs  and  low-literacy 
materials  approved  by  NCI.  NCALIC  project 
staff  members  will  organize  into  a  resource 
packet  all  materials  and  program  descriptions 
that  are  available  for  coalitions  to  adapt  or 
use.  When  the  coalitions  determine  the  cancer 
priorities  and  programs  that  are  most  relevant 
for  their  communities,  NCALIC  staff  members 
will  provide  special  training  to  support  the 
development  of  specific  interventions. 
Coalitions  also  may  choose  to  develop  their 
own  materials,  particularly  those  targeting 
hard-to-reach  populations.  NCALIC  project 
staff  members  will  supply  resources  and  tech- 
nical assistance  to  facilitate  this  process. 

NCALIC  will  use  demographic  data  to  iden- 
tify the  population  characteristics  of  the  inter- 


vention area  and  to  ensure  that  all  groups  are 
represented.  The  project's  interventions  specif- 
ically will  target  minorities,  low-income  resi- 
dents, people  with  limited  reading  skills,  and 
the  medically  underserved.  Needs  assessments 
will  be  essential  for  supporting  and  reinforcing 
priorities  that  communities  have  set  for  them- 
selves. Coalitions  will  conduct  community 
assessments  to  identify  needs  and  barriers  in 
their  areas.  Barriers  might  include  limited 
access  to  medical  care,  child  care,  and  trans- 
portation. Coalitions  will  use  these  findings 
along  with  cancer  mortality  data  and  inci- 
dence estimates  to  define  the  focus  of  their 
interventions. 

NCALIC  coalitions  will  develop  networks 
of  volunteers  to  help  conduct  intervention 
activities.  Some  volunteers  will  be  members 
of  affiliated  community  groups,  such  as  those 
sponsored  by  ACS  and  CIS;  others  will  be 
recruited  from  the  community  at  large.  NCAL- 
IC project  staff  will  assist  the  coalitions  in  this 
process  of  recruiting,  training,  and  motivating 
the  volunteer  network. 

NCALIC 's  regional  intermediaries  will 
help  the  project  identify  communication 
channels  that  reach  their  counties.  Local 
coalitions  will  have  access  to  other,  possibly 
less  formal,  channels.  Each  coalition  will 
include  a  media  representative  who  will  be 
responsible  for  using  all  available  channels. 
MBRCC,  the  Riverside  Regional  Cancer 
Institute,  and  key  intermediaries  will  provide 
technical  support  by  helping  the  coalitions  to 
develop  news  stories  and  PSAs  and  to  interact 
effectively  with  the  media.  Each  coalition  will 
prepare  a  dissemination  plan  to  ensure  that 
materials  and  program  information  reach  the 
intended  audience.  Some  materials  will  be  dis- 
seminated directly  from  NCI,  MBRCC,  and 
key  intermediaries. 

NCALIC's  rationale  for  using  a  menu  based 
on  NCI's  priorities  as  well  as  materials  devel- 
oped or  approved  by  NCI  is  that  this  approach 
provides  coalitions  with  a  wide  range  of 
opportunities  within  the  defined  parameters 
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of  the  project.  Materials  and  adaptations 
developed  by  individual  coalitions  provide 
opportunities  to  establish  ownership  by  creat- 
ing products  with  a  local  identity.  These  local- 
ly initiated  components  may  prove  to  be  the 
most  effective  tools. 

Project  Evaluation 

Each  community  coalition  must  gather 
data  for  measuring  the  success  of  its  efforts. 
Regional  coordinators  will  help  the  coalitions 
develop  objectives,  determine  baseline  and 
postbaseline  tkitd  tluit  will  nu mmiic  progress 
toward  those  objectives,  and  idciuity  poten- 
tial opportunities  for  obtaining  these  data. 
Coalition  leaders  will  be  trained  to  dexeiop 
assessment  tools  based  on  generic  forms  and 
will  receive  ongoing  technical  assistance  from 
NCALIC  staff  members  to  help  de\elo|) 
process  measures.  Budget  constraints  probably 
will  limit  these  measures  to  the  level  of  can- 
cer-related awareness.  Coalition  members  with 
interest  in  a  particular  area,  such  as  tobacco 
use,  will  be  encouraged  to  take  a  key  role  in 
contributing  to  data  collection  in  that  area. 

In  addition  to  data  collected  In  local  coali- 
tions, data  that  have  been  assembled  by  other 
agencies  will  be  gathered  by  NC^.Al  IC.  lor 
example,  the  project  will  collect  data  ou  can- 
cer mortality  from  state  tumor  registries,  can- 
cer-related risk  beha\iors  from  the  Beha\  ioral 
Risk  Factor  Surveillance  System,  and  tobacco 
sales  and  use  from  state  departments  of  tax 
and  revenue.  NCALIC  also  will  gather  data 
that  are  not  yet  assembled  by  agencies  or  oth- 
er sources;  for  example,  data  on  Pap  test  uti- 
lization will  be  obtained  through  annual 
surveys  of  pathology  laboratories. 

Process  Evaluutioii 

NCALIC  will  use  several  measures  to  docu- 
ment the  extent  to  which  vital  and  function- 
ing coalitions  are  created  within  the  project. 
Data  necessarily  will  be  collected  primarily 
from  self-reports  by  field  staff  and  coalition 
members.  Data  from  coalition  members  will 


be  collected  under  the  direction  of  the  region- 
al coordinators,  using  measures  designed  by 
NCALIC  project  staff  with  input  from  an  eval- 
uation specialist  and  coalition  members.  Most 
measures  relating  to  methods  that  are  used  to 
form  And  structure  coalitions  will  be  generic 
(appl\  ing  to  all  coalitions). 

►  Methods  used  to  form  and  structure 
coalitions:  Regional  coordinators  will  initiate 
the  development  of  coalitions  throughout  the 
region.  NC.M.K   will  assess  specific  details  of 
the  approaches  used  to  enlist  coalition  mem- 
bers and  to  cultivate  intermediaries  and  lead- 
ershi|>  tor  the  local  coalition.  NCALIC  also 
will  gather  subjective  information  on 
approaches  that  seemed  to  work  best  in 
particular  situations 

►  Breadth  ot  coalition  meml)ership: 
NCAl.K^  will  examine  the  number  of  coalition 

nienihers,  the  [vpv  ot  representation  among 
members,  and  the  extent  to  which  individual 
coalition  members  heecinie  iiuohed  in  the 
coalition. 

►  interaction  patterns:  A  \ariety  of  mea- 
sures will  be  de\  ised  to  gain  insights  into  the 
styles  of  coordination  and  collaboration 
among  \arious  coalition  members.  NC^.M.IC] 
will  examine  the  trequenc\  of  meetings,  the 
formation  of  committees  or  other  structures, 
and  the  characteristics  of  coalitions  that  were 
able  to  mount  ambitious  and  well-conducted 
activities.  These  measures  and  characteristics 
will  be  compared  with  those  of  coalitions  that 
were  less  able  to  implement  cancer  prevention 
anti  control  acti\  ities. 

►  Media  coverage:  NC.XLIC  will  collect 
counts  of  materials  with  project  messages 
that  appear  in  the  various  media,  including 
television,  radio,  newspapers,  and  magazines. 
Resulting  media  coverage  for  the  overall  pro- 
ject or  indi\  idual  coalition  effort  will  be  docu- 
mented as  a  measure  of  program  activity. 

.Although  process  measures  relating  to  inter- 
ventions conducted  by  the  coalitions  will 
have  a  generic  core,  they  w-ill  be  individual- 
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ized  according  to  the  selected  activities  of  each 
coalition.  The  NCALIC  project  manager  and 
regional  coordinators  will  work  with  coali- 
tions to  formulate  these  measures,  which 
will  include  an  estimate  of  people  reached 
and  materials  distributed  as  well  as  qualitative 
measures  addressing  the  rigor  of  procedures, 
the  attention  to  details,  and  the  level  of 
appropriate  reviews.  Strategies  to  nurture, 
sustain,  and  reinforce  coalitions  also  will  be 
sought.  NCALIC  hopes  to  identify  strategies 
that  are  associated  with  satisfied  and  produc- 
tive coalitions  as  well  as  those  that  are  associ- 
ated with  coalitions  that  seem  to  flounder. 

Outcome  Evaluation 

NCALIC  has  targeted  four  specific  measures 
related  to  outcome  evaluation. 

►  Annual  rates  of  cancer  incidence  and 
mortality  as  well  as  data  on  the  stage  at 
diagnosis:  County  cancer  rates — especially 
for  cancers  of  the  breast,  cervix,  lung,  colon, 
and  prostate — will  help  coalitions  determine 
the  cancers  and  related  risk  reduction  behav- 
iors that  they  should  target. 

►  Tobacco  use:  NCALIC  will  determine 
the  number  of  packs  of  cigarettes  and  units 
of  smokeless  tobacco  products  that  are  sold 
annually  by  monitoring  available  data  from 
the  departments  of  tax  and  revenue  in  West 
Virginia  and  Ohio.  NCALIC  also  will  monitor 
states'  tobacco  use  as  reported  by  CDC  in 
BRFSS. 

►  Cancer  screening  utilization:  NCALIC 
will  track  cervical  screening  activity  through 
annual  surveys  of  the  pathology  laboratories 
that  perform  cytological  examinations  of  Pap 
tests.  These  data  will  be  sought  separately  for 
screening  tests  and  retests.  NCALIC  recognizes 
that  a  limitation  to  these  data  is  the  fact  that 
laboratories  may  not  be  reading  slides  only 
from  Appalachian  counties  and  that  some 
Appalachian  counties  may  send  slides  else- 
where. NCALIC  also  will  track  mammography 
screening  activity  for  each  state.  For  example, 
the  West  Virginia  Bureau  of  Public  Health, 


through  its  Office  of  Health  Facilities 
Licensure  and  Certification,  inspects  and 
tests  all  dedicated  mammography  machines 
in  the  state.  At  each  inspection  visit,  the 
aggregate  number  of  tests  performed  in  the 
previous  year  is  recorded.  A  limitation  of 
these  data  is  the  fact  that  records  do  not  dis- 
tinguish between  screening  and  diagnostic 
procedures.  In  addition,  NCALIC  expects  that 
BRFSS  will  provide  1991  screening  estimates 
based  on  survey  questions  regarding  the 
length  of  time  since  respondents  last  had 
Pap  tests  and  mammograms. 

►  Diet:  NCALIC  will  access  data  on  the 
Special  Supplemental  Food  Program  for 
Women,  Infants,  and  Children  (WIC)  in 
the  project's  area  through  CDC's  Pregnancy 
Nutrition  Surveillance  System.  WIC  educates 
low-income  women  to  improve  their  food 
choices  and  to  prevent  a  variety  of  acute 
and  chronic  illnesses,  including  cancer. 

In  addition,  NCALIC  will  collect  from  indi- 
vidual coalitions  outcome  measures  related  to 
interventions.  These  data  will  be  the  sole  out- 
come measures  of  individual  coalitions'  initia- 
tives. NCALIC  also  will  seek  data  regarding  the 
costs  and  energy  expenditures  associated  with 
various  efforts  of  coalition  groups. 

Initial  Planning  Issues 

NCALIC  recognizes  the  limitations  of  devel- 
oping and  supporting  coalitions  across  a  large 
geographic  area  with  limited  staff  and  funds. 
The  project  must  focus  communities  on  can- 
cer as  a  priority  among  other  urgent  compet- 
ing issues,  generate  and  sustain  interest  in 
cancer  prevention  and  control  coalitions, 
and  respond  to  unanticipated  community 
concerns.  During  its  first  year,  NCALIC  has 
hired  and  trained  staff,  developed  criteria  for 
selecting  communities  as  sites  for  cancer  pre- 
vention and  control  coalitions,  identified 
regional  coalition  members,  and  planned 
how  to  evaluate  an  ever-changing  project. 
NCALIC  also  has  focused  on  ensuring  the 
cooperation  of  major  intermediaries  in  Ohio 
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Project  Characteristics 
of  the  North  Central  Appalachia 
Leadership  Initiative 
on  Cancer 


1.  The  North  Central  Appalachia 
Leadership  Initiative  on  Cancer  (NCALIC) 
will  be  conducted  in  West  Virginia  and 
Ohio  by  the  Mary  Babb  Randolph 
Cancer  Center  (MBRCC),  located  at 

the  University  Health  Science  Center 
in  Morgantown,  West  Virginia. 

2.  NCALIC  will  target  mainly  rural 
communities  that  are  characterized  by 
an  aging  population,  low  literacy  and 
educational  levels,  and  people  of  various 
ethnic  descent. 

3.  NCALIC  will  conduct  a  series  of  edu- 
cational training  meetings  to  mobilize 
local  leaders  by  familiarizing  the  commu- 
nity with  the  problem  of  cancer  and  how 
ALIC  projects  will  address  a  particular 
related  issue. 

4.  NCALIC  will  select  and  assess  poten- 
tial coalition  communities;  offer  resources 
and  technical  support  in  response  to  can- 
cer-related concerns;  and  build  relation- 
ships at  the  state,  regional,  and  local 
levels  to  nurture  coalitions  and  document 
the  process  by  which  communities  unite 
and  act. 

5.  NCALIC  will  work  toward  enabling 
communities  in  West  Virginia  and 
Ohio  to  implement  their  own  cancer 
prevention  and  control  interventions. 

6.  NCALIC  will  attempt  to  change  the 
way  communities  view  health,  teach  indi- 
viduals that  they  have  more  control  over 
their  health,  change  the  expectations  of 
patients  and  health  professionals  about 


the  services  they  receive  or  provide,  and 
encourage  legislators  to  pass  laws  that 
improve  access  to  cancer-related  services. 

7.  NCALIC  will  help  local  coalitions 
with  program  planning,  media  relations, 
progress  evaluations,  and  grant  writing. 

8.  NCALIC  will  help  local  community 
coalitions  conduct  community  assess- 
ments to  identify  needs  and  barriers, 

to  utilize  assessment  findings  along 
with  other  statistics,  and  to  focus 
their  interventions. 

9.  NCALIC  will  help  recruit,  train, 
and  motivate  volunteers  to  help 
conduct  intervention  activities. 

10.  NCALIC  will  use  data  gathered  by 
community  coalitions  as  well  as  other 
agencies  to  measure  the  success  of  their 
efforts.  Outcome  evaluations  will  be 
based  on  four  specific  measures: 

1.  Annual  rates  of  cancer  incidence 
and  mortality  as  well  as  stage  at 
diagnosis; 

2.  Tobacco  use; 

3.  Cancer  screening  utilization;  and 

4.  Nutrition. 

11.  NCALIC  will  collect  information 
about  the  methods  used  to  form  and 
structure  coalitions,  breadth  of  coalition 
membership,  interaction  patterns,  and 
media  coverage  to  document  the  extent 
to  which  vital  and  functioning  coalitions 
are  created  within  the  project. 
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and  West  Virginia  and  on  determining  the 
reading  comprehension  levels  of  rural,  low- 
income  individuals  in  the  project's  area. 

NCALIC  already  has  learned  the  value  of 
input  from  local  leaders  and  the  use  of  region- 
al history  in  understanding  the  perspective  of 
a  community.  NCALIC  also  has  found  that  it 
will  need  to  address  the  problems  that  scien- 
tifically trained  evaluators  are  expected  to 
encounter  while  working  on  the  project. 

NCALIC  intends  to  rely  on  MBRCC's  knowl- 
edge of  NCI  priorities  and  resources  as  well  as 
the  center's  established  linkages  with  other 
NCI-  and  CDC-funded  projects,  ACS,  and  state 
health  departments.  NCALK^  will  use  these 
connections  to  integrate  its  acti\  ities  iiUo 
existing  coalitions  as  well  ds  to  build  new 
coalitions  in  West  \irginia  and  .Appalachian 
Ohio.  NCALIC  will  be  concerned  particularK 
with  the  strategies  used  by  the  coalitions  that 
are  the  first  to  stimulate  interest  in  cancer 
prevention  and  control  ai,ti\  Uks  in  other 
areas  of  the  states. 

Although  NCALIC  will  use  scientifically 
based  methods  to  determine  the  extent  to 
which  it  meets  specific  goals  and  objectives, 
it  also  views  the  challenge  it  faces  in  a  simpler 
way.  According  to  many  rural  West  Virginians, 
if  you  think  you  are  sick,  there  are  ten  steps 
to  follow. 

1.  Think  of  your  mother's  advice. 

2.  Talk  to  your  mother. 

3.  Talk  to  your  mother's  closest  female 
relative. 

4.  Talk  to  close  female  friends. 

5.  Try  an  over-the-counter  remedy  that  \"ou 
saw  on  television. 

6.  Go  to  the  drugstore  and  ask  advice  from 
the  pharmacist. 

7.  Go  to  the  county  health  department  and 
ask  advice  from  the  nurse. 

8.  Go  to  a  health  clinic. 

9.  Go  to  the  emergency  room  at  the 
local  hospital. 

10.  Go  to  a  big  city  hospital. 


NCALIC  believes  that  if  it  can  intervene  dur- 
ing any  of  the  first  nine  steps,  it  can  keep  peo- 
ple from  reaching  the  last  step. 
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CHAPTER    13 


Central  Highlands 
Appalachia  Leadership  Initiative 

on  Cancer 

Gilbert  H.  Frieddl,  M.D.,  Angel  Rubio,  and  Gale  Harris 


Instituitional  Context 

The  Lucille  Parker  Markey  (LPM)  Cancer 
Center  at  the  University  of  Kentucky  will 
conduct  an  Appalachia  Leadership  Initiative 
on  Cancer  (ALIC)  project  in  107  of  the  120 
Appalachian  counties  in  Kentucky,  Tennessee, 
and  Virginia.  The  LPM  Cancer  Control 
Program  will  collaborate  with  three  other  uni- 
versity-based programs  working  in  the  region: 
the  University  of  Kentucky's  Center  for  Rural 
Health  in  Hazard,  the  James  H.  Quillen 
College  of  Medicine/School  of  Nursing  at  East 
Tennessee  State  University  in  Johnson  City, 
and  the  Department  of  Community  Health 
Education  at  Virginia  Polytech  Institute  and 
State  University  in  Blacksburg  (Virginia  Tech). 
From  this  core  group,  the  Central  Highlands 
Appalachia  Leadership  Initiative  on  Cancer 
(CHALIC)  has  established  linkages  to  the  fol- 
lowing entities  in  all  three  states:  state,  dis- 
trict, and  local  health  departments;  American 
Cancer  Society  (ACS)  affiliates;  area  health 
education  centers  (AHECs);  Cooperative 
Extension  Services  (CESs);  state  primary  care 
associations;  regional  medical  centers;  com- 
munity colleges  and  regional  colleges;  local 
development  districts  (LDDs);  and  grassroots 
activist  and  community  development  organi- 
zations. As  with  the  other  ALIC  project  award 
institutions,  the  Central  Highlands  project 
represents  for  the  LPM  Cancer  Center  a  new 
program  based  on  related  and  preceding 
efforts  in  cancer  prevention  and  control.  In 


conjunction  with  the  Brown  Cancer  Center 
at  the  University  of  Louisville  in  Kentucky, 
the  LPM  Cancer  Control  Program  has 
designed  and  implemented  Kentucky's 
statewide  cancer  control  program,  the 
Kentucky  Cancer  Program  (KCP).  This 
program,  which  serves  as  a  model  for  the 
Central  Highlands  project,  has  three  active 
components:  Community  Programs 
Division,  Kentucky  Cancer  Information 
Service,  and  Kentucky  Cancer  Registry. 

The  primary  concerns  of  the  Community 
Programs  Division  are  public  and  profession- 
al education.  Educational  planning  and  pro- 
gram activities  are  implemented  through 
KCP's  special  network  of  15  District  Cancer 
Councils  (DCCs).  Each  DCC  has  20  to  40 
professional  and  lay  members  from  counties 
within  its  district  and  in  most  cases  repre- 
sents such  entities  as  local  divisions  of  the 
American  Cancer  Society,  local  health 
departments,  county  extension  agencies, 
local  hospice  programs,  local  clinics  and 
hospitals,  patient  support  groups,  and  local 
civic  and  grassroots  organizations.  These 
councils  receive  support  services  from  nine 
regional  coordinators  in  offices  spread  across 
the  state.  The  coordinators  present  many 
programs  each  year  to  schools,  civic  clubs, 
industries,  senior  citizen  groups,  and  the 
general  public. 

The  Kentucky  Cancer  Information  Service 
operates  the  toll-free  1-800-4-CANCER  tele- 
phone line  supported  by  the  National 
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Cancer  Institute  for  Kentucky.  To  reach  many 
of  the  adults  it  serves,  the  Cancer  Information 
Service  and  the  Community  Programs 
Division  have  formed  a  Cancer  Literacy 
Coalition  in  eastern  Kentucky.  KCP  personnel, 
local  literacy  council  directors  and  tutors, 
local  health  department  personnel,  university 
consultants  on  rural  health,  and  various  oth- 
ers have  produced  interactive  educational 
modules  concerning  screening  for  breast  and 
cervical  cancers.  These  materials  will  form  part 
of  the  regular  curriculum  of  literacy  training 
programs  in  eastern  Kentucky. 

The  Kentucky  Cancer  Registry,  which  is 
housed  at  the  University  of  Kentucky,  was 
established  in  1990  as  the  official  state  registry 
when  the  General  Assembly  passed  legislation 
mandating  that  all  109  acute  care  hospitals 
and  freestanding  cancer  treatment  centers  in 
Kentucky  report  cancer  incidence,  stage  at 
diagnosis,  and  case  management  to  the  reg- 
istry. The  registry  will  make  it  possible  to 
measure  changes  in  the  stage  at  diagnosis  for 
different  cancers  over  time  and  to  indicate 
geographic  and  demographic  patterns  of  can- 
cer incidence,  diagnostic  approaches,  and 
case  management  in  the  state.  This  informa- 
tion will  provide  data  and  maps  on  which 
public  and  professional  cancer  educational 
efforts  sponsored  by  CHALIC  can  be  based. 

The  East  Tennessee  State  University  (ETSU) 
College  of  Medicine  and  School  of  Nursing 
has  developed  extensive  programs  for  training 
physicians  and  nurses  for  service  to  rural  com- 
munities by  making  health  profession  stu- 
dents aware  of  the  needs  of  rural  Appalachian 
communities.  One  of  these  needs  is  cancer 
prevention  and  control,  with  special  regard  to 
the  relatively  high  mortality  of  cervical  cancer 
and  lung  cancer  in  this  region.  In  1990,  the 
ETSU  Department  of  Family  Medicine  estab- 
lished a  community-oriented  primary  care 
clinic  as  a  rural  training  site  for  students  and 
residents  while  simultaneously  addressing  the 
severe  health  care  needs  of  Johnson  County. 
In  direct  response  to  expressed  community 


needs,  the  ETSU  School  of  Nursing  opened 
its  Extended  Hours  Family  Health  Center  in 
Mountain  City,  with  extensive  community 
and  state  input  and  support.  Health  promo- 
tion and  screening  activities  are  integral  parts 
of  clinic  services,  including  the  recent  initia- 
tion of  a  special  women's  health  screening 
"package"  available  to  clients. 

A  cooperative  effort  by  the  Hancock  Medical 
Clinic  (part  of  the  Rural  Health  Services 
Consortium  clinic  system),  the  ETSU  School 
of  Nursing,  the  Hancock  County  Agency  on 
Aging,  the  Hancock  County  Public  Health 
Department,  and  Nolichucky  Mental  Health 
Services  resulted  in  the  award  of  a  Health 
Resources  and  Services  Administration  grant 
to  fund  health-related  outreach  activities  to 
residents  of  Hancock  County,  the  second 
poorest  county  in  the  nation.  Age-appropri- 
ate screenings  for  breast,  cervical,  prostate, 
testicular,  and  colorectal  cancers  are  part  of 
the  services  available.  In  the  first  quarter  of 
1992,  more  than  700  people  visited  the 
health  center  for  various  screenings,  inclu- 
ding health  risk  appraisal  and  individualized 
lifestyle  counseling. 

An  innovative  cooperative  program  being 
developed  by  ETSU  is  sponsored  by  the  W.K. 
Kellogg  Foundation  as  part  of  its  Community 
Partnerships  with  Health  Professionals 
Education  Program.  ETSU's  Division  of  Health 
Sciences  (School  of  Nursing,  College  of 
Medicine,  and  School  of  Public  and  Allied 
Health)  was  awarded  a  grant  in  1991  to  devel- 
op new  interdisciplinary  programs  for  relocat- 
ing significant  portions  of  the  health  profes- 
sions curricula  to  rural  community  settings 
and  for  developing,  in  partnership  with  com- 
munity leaders,  new  educational  content  and 
methods  for  involving  students  with  commu- 
nities. As  part  of  this  large  multifaceted  pro- 
ject, community  advisory  boards  have  been 
formed  in  each  of  these  rural  communities. 
These  boards  are  undergoing  a  process  of  lead- 
ership development  and  could  form  the  basis 
for  some  of  the  pilot  local  community  cancer 


240     The  Appuhichh}  Lcmlcrship  Iniliutivc  on  CAiiiar 


control  activities  proposed  in  the  current 
grant  application. 

The  Tennessee  Division  of  the  American 
Cancer  Society  has  formed  a  Task  Force 
on  Cancer  Among  the  Economically 
Disadvantaged  in  many  ot  its  county  units 
or  districts.  Although  acti\  ities  vary  somewhat 
among  the  units,  all  units  have  agreed  to 
focus  initially  on  lung  and  hreast  cancers. 
In  one  unit,  an  effort  is  heing  made  to  use 
churches  as  centers  ot  information  elistril)u- 
tion  cuul  cancer  screening;  in  another,  flyers 
are  being  prepared  for  distribution  through 
local  supermarkets.  Development  of  appro- 
priate materials  for  lovv-literac\'  segments 
of  the  populations  is  a  recogni/ed  ni.x\\. 

Mk'  I  )i'partiiK'nt  ot  (  ommunilx  I  Iraltli 
fclueation  at  Virginia  k'c  h  has  iK'cn  aiti\c'  m 
the  Health  I'romotion  .md  UkKation  (  i  unu  il 
of  Virginia,  whiih  icpresenls  more  tJKin  24 
public,  prixate,  and  nonprofit  statewitle  orga- 
nizations committed  to  promoting  health  for 
children,  the  cklerK,  minorities,  rural  resi- 
dents, and  other  populations  at  risk  ot  di'\el- 
oping  preventable  diseases  or  injuries. 
Within  this  context,  the  council  is  working 
to  decrease  cancer  morbidity  and  mortality. 

Reducing  the  incidence  of  preventable 
death  and  disability  in  the  (ommonwealth 
of  Virginia  is  one  ot  three  priority  goals  of 
the  Virginia  State  Board  of  Health.  The  Office 
of  Health  Education  and  Information  (OHF!) 
now  plans  to  address  cancer  control  within  a 
more  comprehensive  chronic  disease  pre\en- 
tion  program.  OHEl  recentK  has  placed  health 
educators  w  ith  master's  degrees  in  demonstra- 
tion projects  in  four  health  districts  in  the 
CHAEIC  project  area — Cumberland  Plateau, 
Mt.  Rogers,  New  River,  and  .Alleghany,  fhe 
health  educators  are  involved  in  diet  modifi- 
cation and  smoking  prevention  and  cessation 
activities  in  communities  and  workplaces. 
These  teachers  may  be  pivotal  in  organizing 
and  maintaining  health-focused  coalitions  in 
their  districts. 

In  1991,  the  National  Cancer  Institute  (NCI) 


awarded  Virginia  a  7-year  grant  to  conduct  an 
American  Stop  Smoking  Intervention  Study 
for  Chancer  Prevention  (.ASSISl).  Ihe  long-term 
goal  of  .ASSIS I  is  to  reduce  smoking  prevalence 
in  the  total  jiopulation  to  I  7  [lercent  or  less  by 
the  year  1998  dU(.\  to  reduce  the  initiation  of 
smoking  among  youth  by  50  percent  by  the 
year  2()()().  Managed  by  OHEl  and  ACS,  ASSIST 
is  a  coalition-dri\en  project  with  numerous 
representatives  from  the  (  H.Al.lC  project  area. 
In  a  similar  wa\,  the  Klue  Ridge  School  Health 
1  duc.ition  (  onference,  held  aniUKilly  for  the 
past  10  years,  |)ro\  ides  an  opportunity  for 
school  personnel  teams  (e.g.,  teachers,  admin- 
istrators, food  service  workers,  nurses)  from 
school  districts  to  learn  about  healthv 
Ilk  st\  ks  tor  a  week  eat  h  summer  cUul  to 
develop  a  heallh  [iiomotion  plan  that  thev' 
will  implement  at  the  beginning  of  the  school 
year.  I  his  program  has  plaved  an  important 
role  in  diffusing  health  promotion  and  risk 
reduction  information  and  education  to 
school  employees  and  students  throughout 
the  state. 

Ihe  State  Office  of  Epidemiology  supports 
the  Virginia  Tumor  Registrv'  and  chronic  dis- 
ease surveillance  activities  within  the  \irginia 
State  Department  of  Health.  The  registry  has 
collected  cancer  data  on  a  voluntarv'  basis 
since  1970;  in  1990,  the  legislature  mandated 
reporting,  and  the  1992  dat.i  should  show 
lOO-percent  coverage.  Block  grant  tuntling 
enabled  Virginia  to  join  other  states  in  1989 
in  implementing  the  Centers  for  Disease 
(  ontrol  and  Prevention's  ongoing  Behavioral 
Risk  factor  Surveillance  System  (BRISS). 

Ihe  Alive  and  Well  Coalition  of  the 
Roanoke  \'alley  {.Alleghany  and  Roanoke  City 
Health  Districts)  received  a  Project  EE.AN 
award  from  the  Henry  J.  Kaiser  Family 
Foundation.  Project  LEAN  is  a  national  nutri- 
tion education  campaign  to  help  people 
reduce  their  dietary  fat  consumption,  a  risk 
factor  for  colon  cancer.  .Active  since  1987  with 
more  than  2, ()()()  members,  the  coalition  pro- 
motes lay  and  professional  interest  in  health 
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promotion  and  risk  reduction,  especially 
encouraging  people  to  stop  tobacco  use,  lose 
weight,  and  exercise.  The  coalition  works  with 
health  service  providers  and  grassroots  leader- 
ship to  plan  and  coordinate  risk  reduction 
activities  such  as  "Quit  and  Win"  contests. 

Populations  to  be  Served 

Serving  Appalachian  areas  of  Kentucky, 
Tennessee,  and  Virginia,  CHALIC  is  the  most 
rural  of  the  four  ALIC  projects,  with  78  per- 
cent of  its  counties  classified  as  rural  (Figure  1 
in  Introduction  to  Section  III).  The  median 
age  of  the  counties'  residents  and  the  propor- 
tion of  them  65  and  older  have  shifted  over 
the  last  decade.  The  proportion  of  residents 
currently  65  and  older  in  the  Appalachian  por- 
tions of  Kentucky,  Tennessee,  and  Virginia  is 
12.5  percent,  13.7  percent,  and  14.6  percent, 
respectively.  This  compares  with  12.6  nation- 
ally (Appendix  A). 

Research  has  shown  that  in  nonindustrial- 
ized  countries,  populations  with  the  lowest 
literacy  rates  have  the  poorest  health  status, 
and  similar  research  in  the  CHALIC  area  sug- 
gests that  educational  attainment  also  may 
be  correlated  to  health  status.  Although  the 
educational  attainment  of  residents  of  the 
CHALIC  region  has  improved  significantly 
during  the  past  10  years,  the  seriousness  of 
the  problem  remains  evident.  In  1990,  the 
proportion  of  adults  age  25  or  older  with  a 
high  school  diploma  was  only  51.5  percent 
for  Appalachian  Kentucky,  63.9  percent  for 
Appalachian  Tennessee,  and  56.4  percent  for 
Appalachian  Virginia.  These  figures  compared 
with  75.2  percent  nationally  (Appendix  A). 

Common  Characteristics  of 
CHALIC  Communities 

In  addition  to  a  common  border,  the  CHAL- 
IC states  share  a  similar  geography  and  cli- 
mate: hot,  humid  summers;  cool,  wet  winters; 
glorious  springtimes;  and  colorful  autumns. 
The  central  region  of  Tennessee  and  Kentucky, 
bordered  by  great  rivers  and  containing  the 


most  fertile  soil,  remains  the  most  prosperous 
region  of  the  area. 

The  first  white  settlers  in  Kentucky, 
Tennessee,  and  southwestern  Virginia  came 
in  search  of  land,  opportunity,  and  indepen- 
dence. All  three  states  were  battlegrounds  dur- 
ing the  Civil  War,  and  each  has  coped  with 
the  bitter  legacies  of  that  conflict,  including 
delayed  economic  development,  defensive 
regionalism,  and  strained  race  relations. 
The  Appalachian  areas  of  each  state  share  a 
similar  culture,  outlook,  and  accent.  Rural 
life  remains  an  important  characteristic  of 
the  region,  and  family  and  church  are  impor- 
tant to  residents.  The  states  also  share  similar 
urban  problems  with  larger  cities  such  as 
Knoxville  and  Chattanooga. 

Many  other  interesting  characteristics  define 
the  region.  The  boom-and-bust  cycles  of  the 
coal  industry  are  common  to  Kentucky  and 
Virginia.  In  addition,  college  basketball  is  a 
force  that  both  unifies  and  divides  the  region. 
Kentucky,  Tennessee,  and  Virginia  all  grow 
tobacco,  whose  impact  on  the  health  and 
economy  of  the  region  cannot  be  ignored. 

Too  many  people  in  the  region  die  from 
cancer,  especially  lung  cancer.  Many  are  poor, 
and  many  lack  adequate  literacy  skills.  How- 
ever, poverty,  literacy,  and  cancer  serve  as  a 
common  target,  and  the  states'  shared  history 
and  culture  provide  a  common  ground  on 
which  to  organize  effective  ways  to  address 
these  problems. 

Incidence  and  Risk  of  Cancer 

Available  mortality  data  for  the  region 
served  by  CHALIC  indicate  that  rates  for  some 
cancers  are  higher  than  overall  U.S.  rates. 
Moreover,  the  mortality  rates  of  other  cancers 
are  increasing  faster  than  overall  U.S.  rates.' 
Table  1  shows  the  average  annual  age-adjusted 
cancer  specific  mortality  rates  for  the  120 
Appalachian  counties  in  Kentucky,  Tennessee, 
and  Virginia  (the  CHALIC  project  area  will  tar- 
get 107  of  the  120  counties)  and  the  corre- 
sponding mortality  rates  for  the  United  States. 
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TABLE  1 


CHALIC  project  area  coinpareti  with  the  U.S.  average  annual 
age-adjusted  mortality  rates  for  lung,  cervical,  breast,  anil  colorectal  cancers 

per  100,()()()  population,  196A-19H7 

Cancer  Site 

1963-1987 

CHALIC 

Mortality  Rate 

1963-1987 

U.S. 

Mortality  Rate 

l.ung  (males  and  lomales) 
l.unj.;  (males) 
Cervical  (all  females) 
Cervical  (white  females) 
Breast  (all  lemales) 
Breast  (noinvhlte  teiiuiles) 
Colorectal  (males  and  temales) 

39.39 
70.04 
7.83 
7.79 
19.94 
23.99 
16.37 

37.85 
64.b/{ 
6.02 
5.26 
26.59 
24.1.^ 
22.38 

Source:  Release  8. .3  of  Mortality  Analysis  from  NCI  and  the  renters  f(»r  Oiseasc  Control  and  Prevention. 


Mortalit}-  rates  tor  lung  .\\\(.\  cer\ical  cancers 
are  higher  in  the  CHALIC  area.  The  male  lung 
cancer  mortality  rate  in  tlu'  area  is  imnh  high- 
er than  the  U.S.  rate.  Most  of  the  peopU 
living  in  the  -Appalachian  areas  of  Kenliick\, 
Tennessee,  and  Virginia  are  white.  1  he  cervical 
cancer  mortality  rate  among  white  females  in 
the  area  is  siihstantialK  higlier  than  the  U.S. 
rate  for  white  females.  In  contrast,  the  female 
breast  cancer  mortality  rate  in  the  CHALIC 
area  is  lower  than  the  U.S.  rate.  However,  the 
female  breast  cancer  mortality  rate  among 
nonwhites  in  the  c;i  I.M.IC  area  is  nearly 
equal  to  that  of  the  U.S.  rate.  In  addition, 
the  overall  female  breast  cancer  mortality 
rate  in  the  CHALIC  area  has  been  rising 
much  more  rapidly  than  the  female  breast 
cancer  mortality  rate  in  the  United  States, 
as  shown  in  Figure  1 . 

The  higher  mortality  rates  for  some  cancers 
among  residents  of  the  120-county  area  of 
Central  Highlands  Appalachia  compared  with 
those  of  the  U.S.  population  may  be  related 
to  poverty  (see  Chapter  7  of  this  monograph). 
Behaviors,  such  as  high  levels  of  tobacco  use 
for  both  males  and  females,  coupled  with  a 


KkT  of  intormation  regarding  risks  and  s\  iiip- 
toms  of  cancer,  jilus  limited  access  to  health 
care  or  delayetl  utilization,  may  produce  a 
persistent  disadvantage  for  cancer  occurrence 
cUid  sur\i\al  once  the  disease  is  diagnosed. 

M<>l)ili/in^  Leaders 

(  llAI  K   s  strategx  tor  mobilizing  and 
recruiting  la\  and  professional  leaders  is  simi- 
lar to  that  of  the  North  Central  Appalachia 
leadership  Initiati\e  on  Cancer  in  that  it  solic- 
its the  recommendations  of  potential  coalition 
members  through  tiers  of  linkages  with  state, 
regional,  aiul  local  organizations.  C^H.ALIC  has 
established  the  foundation  for  its  networking 
strateg\'  with  four  university-based  programs: 
Lucille  Parker  Markey  Cancer  Control  Program 
at  University  of  Kentucky;  Center  for  Rural 
Health  at  University  of  Kentucky;  James  H. 
Quillen  College  of  Medicine  and  School  of 
Nursing  at  East  Tennessee  State  University; 
and  Department  of  Community  Health 
Education  at  Virginia  Polvtech  Institute  and 
State  University. 

l-rom  this  base,  CH.ALIC  has  forged  formal 
linkages  with  organizations  at  all  levels  in 
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Figure  1.  CHALIC  project  area  compared  with  U.S.  average  annual  age-adjusted  mortality  rates 
for  female  breast  cancer,  1953-1987,  5-year  intervals 
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Kentucky,  Tennessee,  and  Virginia.  As  noted 
earlier,  these  groups  include  state,  district, 
and  local  health  departments;  ACS  divisions; 
AHECs;  Cooperative  Extension  Services;  state 
primary  care  associations;  regional  medical 
centers;  community  colleges;  regional  col- 
leges; local  development  districts  (LDDs); 
and  grassroots  activist  and  community 
development  organizations. 

This  second  tier  of  linkages  will  provide 
input  regarding  the  identification  and  recruit- 
ment of  10  to  15  individuals  from  each  of  the 


15  politically  designated  LDDs  that  constitute 
the  CHALIC  region.  These  LDDs  originally 
were  created  by  the  Appalachian  Regional 
Commission  as  multicounty  area  planning 
and  development  districts.  Potential  parti- 
cipants will  be  identified  through  two 
methodologies: 

►  Compiling  the  names  and  occupations 
of  individuals  in  each  district  who  occupy 
key  positions  in  the  major  social,  economic, 
political,  governmental,  religious,  and  health- 
related  institutions,  including  both  formal  and 

(Replacement  page,  May  1995) 
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Figure  1.  CHALIC  project  areas  compared  with  U.S.  average  annual  age-adjusted  rates  for 
female  breast  cancer,  1953-1987,  5-year  intervals 
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Kentucky,  Tennessee,  and  Virginia.  As  noted 
earlier,  these  groups  include  state,  district, 
and  local  health  departments;  ACS  divisions; 
AHECs;  Cooperative  Extension  Services;  state 
primary  care  associations;  regional  medical 
centers;  community  colleges;  regional  col- 
leges; local  development  districts  (LDDs); 
and  grassroots  activist  and  community 
development  organizations. 

This  second  tier  of  linkages  will  provide 
input  regarding  the  identification  and  recruit- 
ment of  10  to  15  individuals  from  each  of  the 


15  politically  designated  LDDs  that  constitute 
the  CHALIC  region.  These  LDDs  originally 
were  created  by  the  Appalachian  Regional 
Commission  as  multicounty  area  planning 
and  development  districts.  Potential  parti- 
cipants will  be  identified  through  two 
methodologies: 

►  Compiling  the  names  and  occupations 
of  individuals  in  each  district  who  occupy 
key  positions  in  the  major  social,  economic, 
political,  governmental,  religious,  and  health- 
related  institutions,  including  both  formal  and 
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grassroots  voluntary  organizations  and 
associations;  and 

►  Interviewing  knowledgeable  persons 
within  each  LDD  and  compiling  a  list  of 
local  individuals  who  by  reputation  have 
the  power  and  influence  to  affect  the  out- 
come of  many  comnuiiiitywide  issues, 
especial!}  those  related  to  health. 

Members  of  CHALIC's  advisory  coiiiniit- 
tees  will  assist  district  coalition  memlxTs  in 
recruiting  and  mobilizing  200  to  250  commu- 
nity leaders,  who  will  form  the  core  support 
for  40  to  60  comnumity  leadcrsliip  >;rc)Lips 
within  the  15  l.DDs. 

One  of  CHALIC's  challenges  is  to  lauiu  h 
successful  cancer  control  activities  based  on 
the  region's  commonalities.  The  project's 
efforts  to  accomplish  this  goal  will  require 
research  designed  to  answer  the  tolK)\\  ing 
questions: 

►  How  does  the  current  (1992)  "system" 
of  cancer  control  activities  in  the  ClI  \I  I(~ 
region  support  community-orientetl  hcallh 
projects,  efforts  b\-  community  coalitions  to 
improve  the  health  of  their  comiuunities, 
efforts  by  interagency  consortia  to  improve 
the  health  status  of  disadvantaged  popula- 
tions, and  efforts  by  disadvantaged  popula- 
tions to  improve  their  own  health  status? 

►  What  would  constitute  a  future  ( 1997) 
ideal  "system"  of  cancer  control  activities, 
which  would  support  the  efforts  of  commu- 
nity-oriented health  projects,  communit\ 
coalitions,  interagency  consortia,  and  formal 
and  informal  groups  from  disadvantaged 
populations  to  improve  the  health  status 

of  their  own  communities?  How  would  this 
system  work? 

►  What  feasible  and  cost-effective  changes 
would  be  required  to  develop  the  current 
system  into  the  future  ideal  system? 

►  How  can  CHALIC  facilitate  these  changes? 

Building  a  Network  of  Coalitions 

The  Kentucky  Cancer  Program,  a  joint 
effort  of  the  University  of  Kentucky  and  the 


University  of  louisx  ille,  has  organized 
statewide  conununity  cancer  control  efforts 
successfulh'  through  a  uni\ersit\-based,  com- 
munit\'-orieii(ed  approach  that  uses  LDDs  as 
its  basic  unit  of  organization  and  planning. 
CHALIC's  strategy  for  building  a  network  of 
coalitions  is  based  on  the  Kentucky  Cancer 
Program's  approach.  As  previously  discussed, 
10  to  15  indi\iduals  from  each  of  the  15  LDDs 
will  be  recruited  and  mobilized  to  address  the 
unique  cancer  problems  in  their  communities. 
These  individuals,  in  turn,  will  promote  and 
support  the  development  of  three  to  four 
community  coalitions  or  leadership  groups  in 
each  district,  l-igure  2  illustrates  (  II  \1  I(''s 
organizational  structure. 

These  40  to  60  coniiiuinitx  leculership 
grou[is  will  design  lUid  iii)[ileinent  local  cancer 
control  outreach  activities,  usin.i;  resources 
from  a  \ariet\'  of  public,  prixate,  and  govern- 
mental organizations.  Their  efforts  will  be 
supported  In  c:11.\I.K:  staff  members  and  the 
four  university-based  programs  as  well  as  by 
other  individuals  in  organizations  that  have 
established  formal  linkages  with  (41. \1  1(  . 

In  addition,  several  committees  will  provide 
direction  and  adxice  for  C^H.ALIC^  .An  advisory 
committee  composed  of  appro.ximately  25 
well-known  and  respected  persons  will  meet 
once  a  year.  (  1 1  \l  IC  alreadx  has  established  a 
technical  committee  comprising  approximate- 
ly ;-55  lay  and  professional  leaders  actively 
involved  in  cancer  control  outreach  efforts  or 
other  population-based  and  community-ori- 
ented approaches  to  preventive  health  care. 
The  technical  committee  will  participate 
directh  in  the  development  of  the  implemen- 
tation plan  during  the  first  year.  The  task 
forces  will  focus  on  specific  needs  or  concerns 
of  the  CH.ALIC  project,  such  as  health  educa- 
tion, services  availability  and  access,  academic 
outreach  development,  communitx  leadership 
development,  communication  and  low  litera- 
cy, coalition  continuity,  and  evaluation. 

Touring  CHALIC's  first  year,  persons  selected 
from  each  of  the  15  LDDs  will  attend  an  ori- 
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TABLE  1 


CHALIC  project  organization 


PLANNING  PHASE 


Advisory 

Committee 

(25  members) 


CHALIC 

Principal 

Investigator 


CHALIC 

Project 

Manager 


Seven  Co-Investigators  From 
Four  University-Based  Programs 


TASK 


Coalition 
Community 


Evaluation 


Academic 
Outreach 


Technical 

Committee 

(45  members) 


FORCES 


Service 
Availability 
and  Access 


Communication 
and  Low 
Literacy 


Health 
Education 


IMPLEMENTATION  PHASE 


Community 
Coalition 

Fifteen 

Community 

Leadership 

Groups 

Community 
Coalition 

One  Group 

Per  Local 

Development 

District 

Community 
Coalition 

Community 

Leadership 

Development 
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entation  meeting  and  subsequent  workshop. 
These  sessions  are  designed  to  help  partici- 
pants analyze  the  specific  cancer  problems  or 
issues  affecting  their  communities  and  devel- 
op community  leadership  groups  to  address 
these  problems. 

As  these  groups  are  established,  cunicuKi 
developed  by  the  task  force  on  community 
leadership  will  be  used  to  train  local  members. 
Additional  support  and  ongoing  technical 
assistance  will  be  provided  through  local 
health  department  staff,  county  e.xtension 
agents,  ACS  volunteers,  aiul  I  DD  stdtt  mem- 
bers. Special  efforts  will  be  made  to  form 
groups  that  represent  African-American 
populations,  which  are  centered  in  and 
around  the  two  urban  centers  of  Kno.wille 
and  Chattanooga.  Additional  support  tor 
community  leadership  groups  targeting  this 
special  population  will  come  from  the  Kast 
Tennessee  AHEC  and  the  National  Black 
Leadership  Initiative  on  Cancer,  which  ha\  e 
staff  members  and  volunteers  working  in 
eastern  Tennessee. 

CHALIC  is  adapting  the  Kentuekx  (  ancer 
Program  model  to  the  broader  needs  of  ALIC, 
which  seeks  to  develop  rural  models  of  com- 
munity organization  or  coalition  building  that 
are  not  restricted  to  current  health  care  deliv- 
ery networks.  CHAl  !(    [Planners  realized  that, 
although  the  Kentucky  model  had  decentral- 
ized the  two  universities'  cancer  control  out- 
reach activities  significantly,  the  membership 
of  its  district  cancer  councils  was  dominated 
primarily  by  health  care  providers  and  cancer 
patients  and  survivors.  These  members  were 
less  likely  to  live  in  the  most  rural  counties 
and  less  likely  to  represent  poor,  minority, 
and  medically  disadvantaged  populations. 
Furthermore,  although  the  Kentucky  model 
encourages  a  community-oriented  approach 
to  program  planning  for  cancer  control  out- 
reach activities,  the  very  composition  of  dis- 
trict cancer  council  memberships  and  the 
strong  influence  exerted  by  regional  medical 
centers  often  created  a  client-based  approach 


tocommunitx  health  promotion  tor  cancer 
control  rather  than  the  population-based 
approach  essential  to  C-HAl.lC's  work. 

Population-based  approaches  include  any 
intervention  that  deals  with  an  entire  popula- 
tion rather  than  a  self-selected  group  of  per- 
sons who  present  themselves  for  clinical 
services.  Comnuniity-oriented  approaches 
include  any  intervention  that  has  been  devel- 
ojied  by  a  planning  process  that  involves  the 
community  in  all  phases,  including  needs 
assessment,  development  of  specific  activities, 
and  evaluation.  Inhereiu  in  these  approaches 
is  the  need  for  leadership  development. 

I  he  development  of  community  leadership 
groups  within  the  districts  is  intended  to 
decentralize  cancer  control  outreach  activities 
lurther  and  to  extend  (  1 1  \1  IC^  coalition  mem- 
bership hevond  health  care  providers  to  mem- 
bers of  grassroots  organizations.  This  broader 
and  more  decentralized  participation  should 
help  ensure  that  CTI.Al.lc;  program  planning 
and  cancer  control  outreach  activ  ities  are 
inlluenced  not  onl\  hy  a  client-based 
approach  hut  also  h\  pojiulation-based  and 
community-oriented  approaches  to  health 
promotion  and  preventive  health  care. 

Developing  and  Disseminating 
Intervention  Programs  and 
Strategie.s 

Community  leadership  groups  representing 
each  of  the  geographic  areas  throughout  the 
C^HAl.lC  region  will  be  asked  to  review  data 
about  the  cancer  incidence,  mortality,  and 
associated  risk  behavior  rates  within  the  area. 
These  data  for  each  county  or  cluster  of  coun- 
ties will  be  compared  with  similar  data  for  the 
CHALIC  area  as  a  whole  as  well  as  with  state, 
regional,  or  national  data.  The  leadership 
groups  also  will  be  asked  to  develop  and 
implement  cancer  control  intervention  strate- 
gies based  on  the  review  of  the  data  specific  to 
each  group's  area.  In  addition,  the  groups  will 
be  asked  to  participate  in  cancer  control  stud- 
ies in  which  CHALIC  communities  with  lead- 


Central  Highlands  Appalachia  Leadership  Initiative  on  Cancer     247 


ership  groups  will  be  paired  with  other  CHAL- 
IC  communities  without  leadership  groups 
(i.e.,  control  communities).  If  enough  commu- 
nity leadership  groups  are  formed,  CHALIC 
may  be  able  to  conduct  cancer  control  experi- 
ments in  which  communities  are  allocated 
randomly  to  experimental  and  control  groups. 

The  actual  intervention  strategies  to  be  test- 
ed will  be  selected  during  CHALlC's  planning 
phase.  One  possible  intervention  strategy 
involves  the  recruitment  and  training  of 
women  from  communities  that  have  formed 
leadership  groups.  These  women  would  seek 
out  and  help  socially  isolated  women  to  enter 
public  health  clinics  for  cervical  cancer  screen- 
ing. Communities  willing  to  conduct  this 
intervention  might  be  paired  with  communi- 
ties that  will  not  conduct  the  intervention. 
The  percentage  change  in  the  number  of  Pap 
tests  performed  before  and  after  the  interven- 
tion could  be  compared  between  experimental 
and  control  communities.  Whenever  statisti- 
cally significant  changes  are  identified,  CHAL- 
IC will  attempt  to  implement  the  associated 
intervention  in  the  control  communities  and 
to  determine  whether  significant  changes  sub- 
sequently occur  in  the  control  communities. 

The  consensus  of  the  technical  and  advisory 
committees  after  the  first-year  planning  phase 
will  provide  the  parameters  for  most  CHALIC 
interventions.  Because  the  project  emphasizes 
community  ownership  at  the  district  and  local 
levels,  it  will  provide  mechanisms  to  modify 
and  amend  interventions  and  strategies  based 
on  feedback  from  those  levels. 

Meetings  of  the  technical  committee  and 
its  state  subcommittees  already  have  revealed 
concerns  about  the  difficulty  of  developing 
community  coalitions  focused  exclusively  on 
cancer  issues.  Consequently,  CHALIC  plans 
to  accept  a  broader  definition  of  community 
health  promotion.  For  example,  the  First 
International  Conference  on  Health 
Promotion  held  in  Ottawa,  Canada,  in  1986 
defined  health  promotion  as  a  process  that 


enables  people  to  take  control  of  their  lives  by 
improving  their  health.  Conference  partici- 
pants identified  five  overlapping  and  interac- 
tive means  of  action:  building  public  health 
policy,  creating  supportive  environments, 
strengthening  community  action,  developing 
personal  skills,  and  reorienting  health  services. 
CHALIC  believes  that  adopting  this  broad 
framework  for  community  health  promotion 
will  allow  the  project  to  assist  communities  in 
organizing  themselves  around  issues  that  are 
relevant,  meaningful,  and  practical  for  them. 

Project  Evaluation 

CHALIC  will  collect  data  routinely  to  assess 
the  effectiveness  of  the  project  and  its  inter- 
vention strategies.  The  project  will  gather  data 
on  cancer  incidence  and  mortality,  as  well  as 
stage  at  diagnosis,  from  the  cancer  registries 
of  the  three  states  in  the  CHALIC  region. 
Data  on  the  cancer-related  knowledge,  atti- 
tudes, and  behavior  (KAB)  of  people  living 
in  the  region  will  be  collected  from  BRFSS. 
CHALIC  will  use  several  sources  to  obtain 
information  on  health  risk  behaviors  at  com- 
munity levels.  As  an  alternative  to  local  KAB 
surveys,  CHALIC  will  use  data  on  tobacco  tax- 
es collected  by  each  state  to  estimate  tobacco 
use.  Local  health  department  records  of  Pap 
tests  and  data  from  mammography  facilities 
will  help  CHALIC  measure  changes  in  the  use 
of  cancer  screenings. 

Process  Evaluation 

CHALIC  staff  members  will  document 
processes  of  the  overall  project  and  each  indi- 
vidual coalition  during  planning  and  imple- 
mentation phases.  CHALIC  will  collect  the 
following  types  of  process  information: 

►  Composition  of  coalitions,  including 
form,  structure,  and  extent  to  which  the  diver- 
sity of  persons  involved  reflects  the  diversity 
found  within  the  community; 

►  Number  of  people  participating  in 
leadership  training  sessions; 
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►  Comparison  of  district  coalitions  and 
community  leadership  groups  to  identify 
factors  that  influence  the  formation  and 
development  of  coalitions; 

►  Interaction  patterns,  including  the 
frequency  and  type  of  communication, 
strategies  for  conflict  resolution,  and  actors 
involved  in  cooperative  activities; 

►  Maintenance  activities,  such  as  the 
level  and  type  of  encouragement  needed 
to  maintain  interest  in  the  coalition: 

►  Number  of  community  residents  w  lio 
participate  in  the  development  of  local 
community  action  or  research  projects;  diul 

►  factors  that  contribute  to  the  selection 
of  sound  and  feasible  targets  tor  iiitc  rwntion. 
the  comprehensive  assessment  of  coninuinit\ 
needs,  and  the  creation  of  detailed  vind  realis- 
tic plans. 

CHALIC  is  particularly  interested  in 
processes  that  broaden  the  base  of  communit\ 
leadership  lor  cancer  prevention  and  control. 

Outcoiuc  Eviiluiition 

During  CHALlC's  first  year,  an  e\  aluatu)n 
task  force  will  develop  an  evaluation  plan  with 
input  from  the  technical  aiul  ad\  isory  com- 
mittees. The  actual  inter\  ention  strategies  will 
be  developed  during  the  second  year  of  the 
project.  Cancer  mortality  rates  in  the  CHALIC 
region  indicate  the  need  for  cancer  control 
interventions  that  target  cancers  of  the  lung, 
cervix,  breast,  and  colon.  Based  on  these  target 
cancer  sites,  CHALIC  can  identify  some  base- 
line measures  that  will  be  used  to  determine 
changes  (outcomes)  that  occur  following  the 
implementation  of  cancer  control  interven- 
tion efforts. 

During  the  first  year  of  the  project,  CHALIC 
will  refine  these  measures  and  gather  data  to 
serve  as  baselines  for  assessing  future  changes. 
Outcome  measures  will  include  incidence 
rates,  age-adjusted  incidence  rates,  and  stage- 
specific  incidence  rates  for  the  target  cancers 
in  each  county  within  the  CHALIC  region. 
The  early  stage-specific  rates  preceding  an 


intervention  will  be  compared  with  the  same 
stage-specific  rates  following  a  cancer  control 
intervention.  Other  outcome  measures 
include  knowledge,  attitudes,  and  behaviors 
based  on  BRISS  data  collected  through  state 
health  departments.  During  CHALlC's  first 
year,  efforts  will  he  made  to  apply  BRISS  data 
from  the  three  states  specifically  to  the  CHAL- 
IC area.  One  potential  problem  with  the  BRFSS 
data  is  that  they  exclude  people  who  do  not 
have  access  to  a  telephone.  CHALIC  will  eval- 
uate this  issue  carefully,  using  data  from  the 
1990  census  regarding  the  proportion  of  peo- 
ple in  each  (  H  \1  l(   county  who  do  not  have 
telephones.  .Mthough  the  BRI'SS  sample  sizes 
are  small,  it  is  believed  that  the  survey  data 
will  serve  as  a  baseline  measure  of  cigarette 
smoking,  knowledge  about  the  Pap  test  and 
manmiograms,  lUul  fret|uenc\'  with  which 
I'ap  tests  and  mammograms  are  obtained 
throughout  the  C'HAI.K"  regi(Mi. 

Health  risk  behaviors  at  the  conununity 
level  also  will  provide  outcome  measures. 
Because  the  BKISS  sample  size  is  too  small  to 
obtain  loininunitx  le\el  information,  CHALIC 
will  access  local  sources  to  estimate  utilization 
rates  at  the  local  level.  Alternatives  to  local 
KAB  surveys  of  self-reported  health  behaviors 
include  estimating  cigarette  and  smokeless 
tobacco  use  by  obtaining  the  number  of  ciga- 
rettes and  smokeless  tobacco  products  sold  in 
each  county.  This  number  will  be  based  on 
tobacco  tax  data  available  at  the  county  level 
from  each  state.  These  data  can  be  used  to  cal- 
culate baseline  consumption  rates  within  each 
count\-.  CHAI  IC  can  calculate  the  statistical 
changes  in  population-based  consumption 
rates  following  the  implementation  of  inter- 
vention programs.  In  addition,  CHALIC  can 
estimate  the  change  in  cervical  cancer  screen- 
ing among  women  in  poverty  who  are  encour- 
aged or  guided  to  obtain  a  Pap  test  from  their 
local  health  department;  this  can  be  accom- 
plished by  accessing  health  department 
records  regarding  the  number  of  Pap  tests  per- 
formed. CHALIC  also  can  estimate  changes  in 
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mammography  screening  following  cancer 
control  interventions  by  establishing  a  base- 
line measure  of  the  number  of  mammography 
sites  and  the  number  of  mammograms  per- 
formed throughout  the  CHALIC  region. 

During  the  planning  phase  of  the  project, 
CHALIC  will  identify  other  utilization  data 
that  can  serve  as  baseline  measures  for  health 
behaviors.  Data  on  these  measures  will  be 
used  to  determine  changes  following  the 
implementation  of  cancer  control  interven- 
tions. In  addition,  CHALIC  will  attempt  to 
determine  the  cost  of  each  intervention  strate- 
gy that  is  implemented  and  to  develop  a  cost- 
benefit  ratio.  The  benefit  determination  will 
be  based  on  factors  derived  from  both  the 
process  and  outcome  evaluations. 

Initial  Planning  Issues 

During  its  initial  planning  stage,  CHALIC 
has  had  to  face  several  issues.  The  most  obvi- 
ous issue  that  emerged  from  meetings  of  the 
technical  committee  and  other  groups  inter- 
ested in  the  project  is  the  desire  to  know 
exactly  what  interventions  are  planned,  when 
they  will  begin,  and  what  resources  will  be 
available  at  the  local  and  regional  levels  to 
implement  them.  NCI's  commitment  to  sup- 
port nearly  a  full  year  of  planning  and  devel- 
oping interventions  from  a  constituency  of 
active  and  informed  communities  initially  was 
not  readily  accepted  by  some  groups.  This 
reservation  may  arise  in  part  from  the  tenden- 
cy of  individuals  and  organizations  already 
involved  in  cancer  control  to  want  immediate 
action.  They  do  not  always  see  the  need  for 
additional  networking,  community  needs 
assessment,  or  prioritizing  intervention  strate- 
gies. Those  unfamiliar  with  cancer  control 
tend  to  prefer  less  planning  and  more  defini- 
tion and  direction  during  the  implementation 
phase  of  the  project. 

Differences  emerged  between  participants 
with  clinical  or  health  education  backgrounds 
and  those  more  representative  of  community 
or  grassroots  activist  organizations.  The  for- 


mer group  appeared  to  be  more  comfortable 
with  CHALIC's  focus  on  issues  of  lifestyle 
and  personal  behavior,  such  as  tobacco  use 
and  diet.  The  latter  group  felt  that  issues 
involving  the  larger  environment,  such  as 
environmental  pollution  and  work-related 
hazards,  were  more  conducive  to  building 
community  coalitions.  The  second  group 
believed  that,  given  the  project's  emphasis 
on  disadvantaged  populations,  too  narrow 
a  focus  on  the  "lifestyle"  factors  could  be 
construed  as  blaming  the  victim. 

Defining  "community"  was  also  difficult. 
The  CHALIC  region  covers  a  diverse  popula- 
tion and  a  variety  of  political  economies, 
including  small  farm  agriculture,  mining, 
lumber  industries,  national  forests,  rural  man- 
ufacturing, urban  manufacturing,  and  public 
assistance  and  transfer  payments.  Thus,  a 
community  may  be  a  town  or  a  county  but 
also  could  be  a  factory,  a  local  chapter  of 
the  United  Mine  Workers  of  America,  or  the 
local  school  system.  During  the  second  meet- 
ing of  the  CHALIC  technical  committee, 
members  reached  a  consensus  that  CHALIC 
will  define  "community"  in  a  broad  and  flexi- 
ble manner.  Thus,  a  community  may  be  a  kin- 
ship network;  a  hollow  or  valley;  a  village, 
town,  or  city;  a  workplace;  a  common  place 
where  consumers  seek  a  product  or  a  service; 
a  civic  or  grassroots  organization;  or,  most 
definitely,  a  county. 

The  history  of  the  central  highlands  sug- 
gests that  the  term  coming  closest  to  includ- 
ing all  these  settings  and  categories  may  be 
"homeplace."  To  mountaineers,  homeplace 
connotes  family  and  birthplace;  neighbors 
and  an  extended  family  of  cousins,  aunts, 
uncles,  and  grandparents  who  live  just  down 
the  road;  a  sense  of  place  beyond  the  name  of 
a  town  or  a  county;  and  a  certainty  that  one 
knows  exactly  where  he  or  she  will  be  buried. 

One  of  the  problems  that  the  CHALIC  pro- 
ject has  encountered  during  its  planning  stage 
also  can  be  viewed  as  one  of  the  unique  dis- 
tinctions between  CHALIC  and  the  other  ALIC 
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projects.  Although  all  four  AlAC  projects  pro- 
pose to  develop  and  encourage  matrix  coali- 
tions that  encompass  a  variety  of  traditional 
health-related  organizations  and  nontiadition- 
al  coninuinit\-based  entities,  the  other  three 
projects  plan  to  use  some  designated  key  play- 
ers, such  as  Cooperative  Kxtension  agents, 
ACS  volunteers,  Cancer  Information  Service 
staff,  and  state  health  department  officials. 
The  other  projects  propose  to  use  menus  of 
pretested  strategies,  programs,  or  materials 
that  in  some  ways  may  predetermine  (or  at 
least  place  some  constraints  on)  the  ultimate 
directions  of  their  projects.  CHALIC  desig- 
nates no  one  entity  as  a  "key  player";  in  fact, 
the  four  university-based  programs  that  con- 
stitute its  core  have  only  a  geographic  man- 
date by  state  to  attract  as  many  "players"  as 
possible.  These  four  programs  plan  to  attract 
potential  participants  by  offering  them  an 
opportunity  to  discuss  problems  affecting 
their  communities  rather  than  a  preselected 
menu  of  interventions.  In  this  wav,  CHALIC 


hopes  to  enlist  a  broad  base  of  community 
support  for  and  participation  in  local  cancer 
control  efforts. 

Note 

1 .  In  an  effort  to  begin  developing  an 
understanding  of  cancer  within  the  CHALIC 
project  area,  average  annual  age-adjusted  can- 
cer mortality  rates  for  195.-5  through  1987  were 
calculated.  Specifically,  these  mortality  rates 
were  calculated  for  lung,  cervical,  breast,  and 
colorectal  cancers  using  data  from  the  cancer 
mortality  mapping  program  developed  by 
Pommerenke  and  colleagues  (in  press)  for  NCI 
and  the  Centers  for  Disease  Control  and 
Prevention  (CDC). 

Reference 

Pommerenke,  F.A.;  Miller,  R.W.;  Srivastava,  S.; 
and  Ackermann,  S.P.  Targeting  state  and  local 
cancer  control:  A  place  to  start.  Aniciintn 
foiinml  of  Public  Health,  in  press. 
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Project  Characteristics  of  the 

Central  Highlands  Appalachia 

Leadership  Initiative 

on 

Cancer 

1.  The  Central  Highlands  Appalachia 

problems  in  their  districts  and  to  develop 

Leadership  Initiative  on  Cancer  (CHALIC) 

and  support  three  to  four  community 

will  be  conducted  by  the  Lucille  Parker 

coalitions  in  each  district. 

Markey  Cancer  Center  at  the  University 

of  Kentucky  in  collaboration  with  the 

5.  CHALIC  will  assist  coalitions  to  do 

University  of  Kentucky's  Center  for  Rural 

the  following: 

Health,  James  H.  Quillen  College  of 

— Review  data  about  cancer  incidence. 

Medicine/School  of  Nursing  at  East 

mortality,  and  associated  risk  behavior 

Tennessee  State  University,  and  the 

rates  in  their  area; 

Department  of  Community  Health 

— Compare  county  data  with  data  from 

Education  at  Virginia  Polytechnical 

the  entire  CHALIC  region; 

Institute. 

— Develop  and  implement  cancer  pre- 

vention and  control  intervention  strate- 

2. CHALIC  will  serve  Appalachian  areas 

gies;  and 

of  Kentucky,  Tennessee,  and  Virginia. 

— Participate  in  cancer  prevention  and 

Many  of  these  regions  are  rural  with  older 

control  studies. 

residents  with  lower  literacy  rates,  educa- 

tional attainment,  and  income  levels 

6.  CHALIC  staff  will  conduct  process 

than  other  citizens. 

evaluation  to  document  processes  of  the 

overall  project  as  well  as  progress  of  each 

3.  CHALIC  will  recruit  coalition  mem- 

individual coalition  during  planning  and 

bers  from  a  network  of  state,  regional. 

implementation  phases. 

and  local  organizations  including  state 

and  local  health  departments,  American 

7.  During  the  first  year  of  the  program. 

Cancer  Society  divisions,  area  health  edu- 

CHALIC will  develop  an  outcome  evalua- 

cation centers,  Cooperative  Extension 

tion  plan  that  will  include  such  measures 

Services,  state  primary  care  associations, 

as  incidence  rates,  age-adjusted  incidence 

regional  medical  centers,  university-based 

rates,  and  stage-specific  incidence  rates,  as 

programs,  local  development  districts, 

well  as  measures  of  knowledge,  attitudes, 

and  grassroots  activists  and  community 

and  behaviors.  CHALIC  will  help  local 

development  organizations. 

coalitions  collect  these  data. 

4.  CHALIC  will  form  a  network  of  coali- 

8. CHALIC  will  offer  potential  partici- 

tions by  recruiting  and  mobilizing  10  to 

pants  the  opportunity  to  discuss  prob- 

15 individuals  from  each  of  the  15  local 

lems  affecting  their  communities  and  to 

development  districts  to  address  cancer 

design  appropriate  interventions. 

CHAPTER    14 


Southern  Appalachia 
Leadership  Initiative  on  Cancer 

Barbani  K.  (huhuiil.  Solo  \hiilinc/.  iiiul  i'nilc  lltinis 


Institutional  (Context 

1  lie  North  C^arolina  Cx)opcrali\c  h.\lcn:!.ion 
Service  at  North  Carolina  State  University  in 
Raleigh,  in  association  with  Cooperative 
Extension  Service  (CES)  programs  at  the 
University  of  Georgia  and  (^lemson  University, 
will  direct  the  Southern  Apjialachia  Leader- 
ship Initiative  on  Cancer  (SALIC)  project  in 
the  Appalachian  portions  of  North  Carolina, 
Georgia,  and  Soutli  (  aiolina.  I  his  work  will 
continue  past  ettorts  o\  each  state's  extension 
service  programs  and  will  address  the  national 
agenda  of  CLS,  a  program  of  the  U.S.  Depart- 
ment of  Agriculture  (USPA).  Of  nine  national 
priority  areas  identified  for  fiscal  year  1994  by 
the  USDA's  National  Extension  Committee, 
health  care  was  accorded  the  highest  priority. 
Moreover,  the  committee  recommended  col- 
laborative efforts  to  address  health  issues. 

Cooperative  extension  programs  in  Georgia, 
North  Carolina,  and  South  Carolina  ha\  e  par- 
ticipated actively  in  health  programming 
using  coalitions  for  wellness,  lay-adviser  com- 
munity health,  and  agromedicine.  One  such 
program  is  the  Community  Health  Advocacy 
Program  in  North  Carolina.  This  program 
trains  natural  leaders  from  diverse  socioeco- 
nomic backgrounds  to  disseminate  informa- 
tion on  health  and  health  resources  in  their 
communities.  Other  programs  include  a 
demonstration  site  for  a  lay-adviser  healtli 
program  for  agricultural  workers  and  their 
families  in  western  North  Carolina  and  the 


dissemin.itioii  ol  iKallh  promotion  informa- 
tion on  the  (  herokee  liulian  Reservation 
in  Appalachian  North  (  arolina. 

Under  the  auspices  of  CJvS  community 
developnuiit  programs,  extension  [)rofession- 
als  at  ihi'  loi.al  lew!  in  each  of  the  three  states 
regularly  organize  groups  to  address  local 
issuis.  I  or  example,  in  North  (  arolina,  150 
extensi()n-sup|)orted  tcmmunitx  clubs  are 
acti\e  throughout  the  Appalachian  counties. 
In  addition,  extension  xolunteer  networks  are 
in  place  to  assist  in  the  dissemination  of  pro- 
grvims — including  the  I  aniilx  and  (  ommunity 
I  e.idership  .Association  itoiinerK  1  xtension 
Homemakers) — with  a  national  membership 
of  240, ()()().  riie  extension  service  is  imple- 
menting the  family  and  Community 
Leadership  Program — funded  by  the  Kellogg 
foundation — that  is  operating  in  e\ery  state. 
This  program  has  2,500  graduates  in 
Appalachian  North  Carolina  alone  who  are 
serving  on  school  boards  and  town  councils 
and  entering  races  for  state  ofhces  (North 
Carolina  Cooperative  Extension  Service  1993). 
The  CES's  Expanded  Food  and  Nutrition 
Education  Program  (EFNEP)  is  an  example  of 
a  successful  effort  for  reaching  families  with 
limited  resources  and  low  reading  skills.  The 
\'olunteer  Information  Provider  Program  and 
the  Volunteer  Adult  Sitter  Program  are  exam- 
ples of  successful  programs  that  are  reaching 
older  residents.  .A  diagram  of  the  management 
team  of  the  Southern  .Appalachia  Leadership 
Initiative  on  Cancer  is  presented  in  Figure  1. 
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Populations  to  be  Served 

More  than  half  the  Appalachian  counties  in 
Georgia,  North  Carolina,  and  South  Carolina 
targeted  by  SALIC  are  rural  (Figure  1  in 
Introduction  to  Section  111).  Although  this 
area  is  economically  better  off  than  Central 
Appalachia,  poverty-level  minimum-wage 
employment  continues  to  be  the  norm  for  a 
substantial  proportion  of  the  population,  par- 
ticularly those  living  in  the  more  rural  areas. 

Most  of  the  70  Appalachian  counties  located 
in  Georgia,  North  Carolina,  and  South  Caro- 
lina share  a  common  history  of  isolation, 
poverty,  low  educational  attainment,  and  high 
rates  of  disease  and  disability  leading  to  early 
death.  Incomes  in  the  SALIC  area  tend  to  be 
considerably  lower  than  the  national  average. 
Although  per  capita  incomes  for  the  three 
states  served  by  SALIC  were  higher  than 
the  average  per  capita  income  for  the  total 
Appalachian  region,  they  were  lower  than  the 
U.S.  per  capita  income  of  $18,746.  Per  capita 
income  in  North  Carolina  and  South  Carolina 


ranked  35th  and  42nd,  respectively,  in  the 
nation.  In  both  states,  the  average  hourly 
wage  for  workers  in  manufacturing  was  $2 
less  that  the  national  average.  The  economy 
of  North  Carolina  and  South  Carolina 
depends  heavily  on  agriculture.  Manufactur- 
ing accounts  for  the  largest  percentage  of 
North  Carolina's  gross  state  product  at  20.92 
percent  in  1991  (State  Data  Center  1991). 

The  median  age  of  the  counties'  residents 
and  the  proportion  of  them  age  65  years  and 
older  have  changed  over  the  decade  as  well. 
Although  the  populations  of  Georgia  and 
South  Carolina  are  younger  than  the  national 
average.  North  Carolina  and  South  Carolina 
are  attracting  increasingly  more  retirees.  In 
1990,  24  of  North  Carolina's  29  Appalachian 
counties  had  a  population  age  65  and  over 
that  exceeded  the  state's  average  of  12  percent 
for  that  age  group  (Appendix  A).  The  North 
Carolina  Department  of  Aging  lists  counties 
that  have  experienced  a  major  influx  of  retire- 
ment communities.  Among  these,  the  moun- 
tain counties  of  Buncombe  and  Henderson 
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have  the  largest  number  of  such  coinnuinities. 
The  South  Carolina  joint  legislative 
Committee  on  Aging  currently  lists  87  retire- 
ment communities  in  23  counties  across  the 
state  (South  ('arolina  State  Budget  and 
Control  Bureau  1992).  The  Blue  Ridge  footliills 
of  Greenville  County  has  the  largest  number, 
with  nine  retirement  communities. 

Further  complicating  efforts  to  decrease  dis- 
ease rates,  including  cancer,  are  the  belief  and 
value  systems  of  many  native  Appalachians. 
These  systems  share  the  attributes  of  relatively 
isolated  small-scale  societies — belief  in  and 
reliance  on  fate,  attachment  to  place  and  a 
sense  of  belonging,  personalized  interaction 
with  others,  strong  kinship  ties,  emphasis  on 
being  as  opposed  to  doing,  strongly  patterned 
conventional  behaviors,  belief  in  the  tradi- 
tional over  the  new,  and  strong  religious  ten- 
dencies even  when  not  formalized. 

The  growth  of  information  and  transporta- 


tion systems,  the  influx  of  foreign  capital 
imestment,  and  the  development  of  metro- 
politan areas — such  as  Winston-Salem  and 
Asheville,  North  Carolina;  Atlanta,  Georgia; 
and  Greenville,  South  Carolina — have  created 
a  great  deal  of  change  in  each  of  the  three 
SALIC  project  states.  The  rural  areas,  the  target 
of  the  SALIC  project,  are  less  transformed. 
Rural  residents  are  still  more  likely  than  newly 
arrixed  residents  or  metropolitan  residents 
to  rel\  on  kin  or  (.lose  neighl)ors  for  informa- 
tion M\iA  ad\  ice,  to  distrust  impersonal  mes- 
sages and  unknown  messengers,  and  to  hold 
tightK  to  beliefs  and  \alues,  often  in  the  face 
of  contrary  exidence. 

However  well  tailored  the  content,  cancer 
prevention  m\k\  control  messages  must  follow 
a  time-honored  tleli\er\'  system,  be  delivered 
In  trusted  messengers,  and  consist  of 
approaches  deemed  acceptable  within 
\p[ialachian  conventions  and  traditions. 
Ihe  need  for  tailored  messages  applies  not 
onl\  to  the  white  mountaineer  but  also  to 
the  substantial  Native  American  population 
(13,500  on  the  Cherokee  Reservation), 
African- Americans,  and  the  Hispanic  migrant 
groups  living  either  all  or  part  of  the  year  in 
the  area  served  by  SALIC. 

Cancer  prevention  cuul  control  systems  also 
must  be  prepared  to  work  through  the  gate- 
keepers of  the  Appalachian  family  to  reach 
the  most  vulnerable  individuals.  The  gatekeep- 
ers are  primarily  the  males  or  older  women 
within  the  household.  Although  the  women 
max  ha\  e  to  be  persuaded  to  adopt  new  atti- 
tudes or  change  behaviors,  they  generally 
must  receive  the  support  and  permission  of  a 
husband,  father,  or  other  male  before  they 
take  action.  Few  women,  particularly  older 
women  who  are  most  susceptible  to  cancer, 
have  their  own  means  of  transportation  in 
rural  Appalachia.  Influencing  gatekeepers'  atti- 
tudes is  often  the  only  way  to  effect  change. 
Once  males  are  convinced  of  the  benefits  of  a 
new  behavior,  positive  action  is  more  likeh". 

Literacy  rates  and  levels  of  educational 


Southern  Appalachia  leadership  Initiative  on  Cancer     255 


attainment  also  affect  health.  Georgia  and 
North  Carolina  have  some  of  the  oldest  and 
most  distinguished  colleges  and  universities  in 
the  nation.  In  addition,  the  Research  Triangle 
Park  area  (Raleigh,  Durham,  Chapel  Hill)  of 
North  Carolina  claims  to  have  the  highest 
number  of  doctoral  degrees  per  capita  in  the 
nation  (Marketing  Research  Department 
1988).  However,  most  of  the  higher  education 
institutions  are  predominantly  in  the  metro- 
politan areas  of  these  states.  On  the  other 
hand,  North  Carolina  and  Georgia  have  some 
of  the  lowest  percentages  of  high  school  grad- 
uates and  spend  fewer  dollars  per  pupil  than 
most  states.  South  Carolina  ranks  41st  in  the 
nation  in  spending  per  student  and  34th  in 
teachers'  salaries.  North  Carolina  has  the 
highest  rural  nonfarming  population  in  the 
nation,  and  the  rural  population  of  Georgia 
and  South  Carolina  is  also  high  (State  Data 
Center  1991). 

Common  Characteristics  of 
SALIC  Communities 

No  typical  community  or  target  population 
exists  within  the  geographic  area  served  by 
SALIC.  The  more  rural,  isolated  mountain 
areas  feature  small  communities  with  several 
hundred  households  or  fewer  and  no  defined 
commercial  centers.  Social  life  may  center  on 
a  church  or  community  center.  Appalachians 
raised  in  tradition  and  folklore  are  most  likely 
to  be  found  in  these  communities.  Within  a 
few  miles  of  these  communities,  a  resort  or 
retirement  community  may  be  established  for 
people  who  are  drawn  to  the  mountains  from 
other  states  for  recreation  or  retirement.  A 
substantial  African-American  population 
resides  in  the  lower  elevations,  where  most 
of  the  industrial  development  has  occurred. 

Agricultural  production  in  Appalachian 
Georgia,  North  Carolina,  and  South  Carolina 
consists  primarily  of  apples,  Christmas  trees, 
tobacco,  dairy  products,  peaches,  and  poultry. 
Valleys  in  the  region  may  have  small-  to  medi- 
um-sized industries  that  employ  a  large  por- 


tion of  the  native  population  from  the  area. 
These  residents  usually  work  for  relatively 
low  wages  in  the  textile  or  furniture  indus- 
tries. Although  SALIC  focuses  primarily  on 
rural  counties,  two  of  the  six  Appalachian 
counties  in  South  Carolina  have  large  urban 
populations.  These  urban  areas  also  depend 
on  the  textile  industry. 

Availability  or  accessibility  of  primary 
health  care  is  a  major  barrier  to  cancer  pre- 
vention and  control  in  the  SALIC  region. 
Even  where  health  care  is  available,  many 
Appalachians  are  unable  to  pay  for  it.  Lack 
of  transportation  is  another  major  barrier 
to  accessing  health  care. 

Cultural  barriers  to  cancer  prevention  and 
control  include  a  fatalistic  attitude  about  can- 
cer. Many  Appalachians  are  reluctant  to  sub- 
mit themselves  to  clinical  examination  by  a 
physician  for  reasons  of  modesty  or  propriety. 
Health  care  may  not  be  a  priority  where  the 
constant  struggle  for  economic  survival  tends 
to  obliterate  symptoms  of  disease  from 
consciousness  until  a  health  crisis  occurs. 

Lack  of  knowledge  and  understanding 
of  cancer  continues  to  be  a  barrier.  Even 
well-meaning  purveyors  of  information 
may  increase  the  obstacles  to  cancer  preven- 
tion and  control  if  their  messages  are  not 
presented  in  a  way  that  is  meaningful  to 
Appalachians.  The  use  of  "cultural  tales"  to 
transmit  information  is  under  exploration 
as  a  method  of  imparting  new  knowledge 
to  community  members. 

Appalachians  often  react  to  adversity  with 
stoicism  and  resignation  born  of  generations 
of  dealing  with  a  host  of  natural  and  human- 
made  calamities.  Economic  deprivation  and 
exploitation,  dwindling  food  supplies,  disease, 
floods,  wildfires,  and  isolating  blizzards  have 
tested  each  generation.  Studies  have  shown 
that  the  major  fears  of  mountain  children 
concern  natural  disasters,  particularly 
flooding.  With  little  else  to  depend  on, 
Appalachians  show  a  high  level  of  self- 
sufficiency  and  willingness  to  put  family 
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and  neighbors  ahead  of  themselves  in  time 
of  need. 

Incidence  and  Risk  of  Cancer 

SALIC  is  concentrating  its  initial  efforts  on 
the  early  detection  of  breast  and  cervical  can- 
cer. In  1990  breast  cancer  incidence  rates  for 
white  women  were  about  equal  to  the  U.S. 
rate  in  Georgia  (108.4  per  100,000)  and  higher 
in  North  Carolina  (122.6).  For  nonvvhite 
women,  the  incidence  rates  were  somewhat 
lower  than  the  national  rate  (86.2  vs.  91.7). 
However,  a  comparison  ol  the  relationship 
between  incidence  and  mortality  in  the  two 
groups  shows  that  nonwhitc  women  with  a 
diagnosis  of  breast  cancer  experienced  consid- 
erably higher  mortality  (incidence/mortality 
ratios  of  4.42  for  whites  vs.  .Id  I  loi  iioii- 
whites)  (I  lerincUi  and  \UliiUi  \')92). 

An  examination  ol  data  tor  1^)84-1988 
shows  that  in  each  S.AI  H    stale,  niortalitx'  rates 
for  breast  and  cervical  cancer  are  sul)stantiall\' 
elevated  in  the  African-.American  population. 
In  North  (  arolina,  whereas  the  r>S4-l^)88 
breast  cancer  mortalitx'  rate  women  was  26 
per  100,000  for  white  women,  it  was  31.^  for 
black  women.  In  Georgia,  the  mortality  rate 
was  24.5  for  white  women  and  28. h  for  black 
women.  Only  South  Carolina  had  similar 
rates:  25.4  for  white  and  2S.(-)  tor  black 
women.  Ihe  discrepancy  was  even  greater — 
and  consistent  across  states — for  cervical 
cancer  mortality.  Although  cervical  cancer 
mortality  rates  for  white  women  averaged 
2.7  over  the  three  states,  the  rate  was  8.1 
for  black  women — a  threefold  difference 
(National  Cancer  Institute  1991).  In  cervical 
cancer  mortality  rankings  for  1984-1988, 
North  Carolina,  South  Carolina,  and  Georgia 
black  women  were  8,  7 ,  and  10,  respectixely; 
North  Carolina  and  South  Carolina  white 
women  were  15  and  17. 

Although  Appalachia's  mountain  popula- 
tions are  not  predominantly  minority,  there 
are  substantial  numbers  of  African-Americans, 


Hispanics,  and  especially  Native  Americans. 
Appalachia  includes  a  disproportionately  high 
share  of  economically  distressed  communities 
that  arc  at  increased  risk  for  cancer.  The  bur- 
den of  caneer  inc  idence  is  greatest  among 
people  with  low  incomes  dlolleh  1989; 
Freeman  1989).  Low-income  people  suffer  a 
20-percent  higher  rate  of  all  cancers  combined 
than  do  people  with  medium  and  high  in- 
come levels,  an  80-percent  higher  incidence 
of  lung  cancer,  a  41 -percent  higher  incidence 
of  rectal  cancer,  aiui  a  4()0-percent  higher  rate 
of  cervical  cancer.  Furthermore,  people  with 
low  incomes  ha\  e  lower  5-year  cancer  survival 
Tiites  than  economically  adx'antaged  people. 
Reasons  tor  this  socioeconomic  disparity'  in 
caiKer  incidence  ,ind  niortalit\  inc  lude  differ- 
ent litest\  le  c  hoices,  lack  ot  health  insurance 
and  access  to  preventive  health  services,  and 
lack  of  perceived  benefits  to  prevention  and 
earl\  detection  (see  Chapter  7,  this  volume). 

Differences  between  cancer  incidence  and 
mortalitx  rates  raise  concerns  about  obstacles 
to  screening  (I  itf  et  ai.  1*^^)];  Monroe  et  a!., 
in  press).  In  Cieorgia  and  North  Carolina,  sig- 
nificant issues  associated  with  stage  at  diagno- 
sis have  become  apparent  through  recent 
anah'ses  by  race  groups  and  urbiUi  lUid  rural 
populations.  Rural  women  in  Georgia  and 
North  (  arolina  are  more  likely  to  have  later 
stages  at  diagnosis  for  breast  cancer  among 
both  whites  and  ,\frican-Americans  (Lift  et  al. 
1 99 1;  Monroe  et  al.,  in  press).  .Among  .African- 
Americans  in  North  Carolina,  rural  men  are 
more  likely  to  have  later  stages  at  diagnosis 
for  prostate  cancer  (Monroe  et  al,,  in  press). 

The  cancer  problem  has  evolved  into  two 
separate  issues:  contracting  cancer  and  dying 
from  cancer.  Today,  more  than  half  the  per- 
sons diagnosed  with  cancer  will  not  die  from 
the  disease  (Boring  et  al.  1992).  Of  those  dying 
from  cancer,  one-third  could  have  been  saved 
through  early  detection.  For  example,  the 
government  reports  that  about  50  percent 
of  Georgians  with  cancer  could  be  cured  if 
detected  early. 


Southern  Appalachia  Leadership  Initiative  on  Cancer     257 


Risk  factors  for  contracting  cancer  have 
been  the  subject  of  research  for  years;  in 
recent  times,  attention  also  is  turning  to  dis- 
ease prevention  and  control  efforts  or  avoid- 
ing dying  from  cancer.  For  the  overwhelming 
majority  of  cancers,  beliefs,  attitudes,  and 
practices  are  the  targets  for  intervention.  The 
aspects  of  an  individual's  beliefs,  attitudes, 
and  practices  in  need  of  modification  vary 
by  the  objective  (risk  avoidance  versus  early 
detection).  In  the  southeastern  United  States, 
these  issues  of  incidence  versus  mortality 
only  recently  have  begun  to  be  examined. 

Mobilizing  Leaders 

SALIC's  organizational  structure  comprises 
three  major  tiers  of  linkages,  which  bring 
together  individuals  and  organizations  that 
can  supply  resources  and  expertise  from  the 
national  and  state  levels  as  well  as  those 
who  have  knowledge  of  the  needs,  values, 
and  practices  in  local  communities.  These 
tiers,  depicted  in  the  SALIC  organization 
chart  in  Figure  2,  are  state,  county,  and 
community  levels. 

First  Tier — State  Level 

A  three-state  consortium  to  reduce  cancer 
morbidity  and  mortality  in  the  Appalachian 
counties  has  been  formed  by  the  Cooperative 
Extension  Service  programs  at  University  of 
Georgia,  North  Carolina  State  University, 
Clemson  University,  the  Institute  of 
Community  and  Area  Development  at  the 
University  of  Georgia,  the  School  of  Public 
Health  at  the  University  of  South  Carolina, 
and  the  Greenville  Hospital  System  in 
Greenville,  South  Carolina.  The  principal 
investigators  from  each  of  the  six  SALIC  con- 
sortium institutions  serve  on  the  SALIC  man- 
agement team  (Figure  1).  The  SALIC  project 
manager  also  is  a  member  of  this  overall  man- 
agement team.  The  Tri-State  SALIC  Coalition, 
shown  in  Figure  2,  functions  in  an  advisory 
capacity  to  the  SALIC  management  team. 
Members  of  the  coalition  include  individuals 


and  organizations  with  extensive  experience 
in  Appalachia,  community  development, 
cancer  control,  cancer  communication  and 
education,  information  dissemination,  and 
volunteer  systems.  Organizations  represented 
on  this  coalition  are  the  Regional  Cancer 
Information  Service,  Duke  University  Cancer 
Center;  state  health  department  epidemiology 
and  cancer  control  programs,  including  com- 
prehensive breast  and  cervical  cancer  control 
programs  and  the  American  Stop  Smoking 
Intervention  Study  for  Cancer  Prevention 
(ASSIST),  state  cancer  registries,  academic 
departments  of  health  promotion  and  educa- 
tion, epidemiology  and  biostatistics,  socio- 
logy, and  education;  the  American  Cancer 
Society;  community  resource  development 
and  evaluation  units  of  the  Cooperative 
Extension  Service  (CES);  and  CES-sponsored 
homemakers'  clubs. 

This  multistate  coalition  has  four  task 
forces — coalition-building,  cancer  control, 
dissemination,  and  evaluation — that  assist  in 
providing  direction  and  formulating  content 
for  their  specific  areas  of  expertise.  The  SALIC 
Tri-State  Coalition  has  invited  other  relevant 
groups,  including  area  health  education  cen- 
ters and  Community  Cancer  Oncology 
Programs,  to  join  in  this  effort. 

Each  state  also  has  a  state  advisory  commit- 
tee, largely  derived  from  the  Tri-State  Coa- 
lition membership.  Advisory  committees 
support  state  project  coordinators  by  helping 
planners  decide  on  state-specific  strategies  and 
communications  channels,  assessing  the  can- 
cer-related needs  of  Appalachian  communities 
in  their  states,  and  identifying  educational 
materials  for  special  populations. 

Second  Tier — County  Level 

Each  state  served  by  SALIC  has  a  project 
coordinator  who  is  employed  by  the  state 
extension  service  and  located  at  an  exten- 
sion center  within  that  state's  multicounty 
Appalachian  site.  Project  coordinators  possess 
pertinent  experience  in  community  health 
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issues.  These  coordinators  are  assisted  by 
CES  agents. 

Where  county  populations  are  too  small  to 
support  viable  county  coalitions,  multicounty 
coalitions  will  be  formed  to  guide  program 
planning  at  the  county  level.  Representatives 
of  these  coalitions  will  work  with  the  project 
coordinator  to  assess  county  needs  and  sup- 
port community  coalitions.  The  countywide 
coalitions  will  include  a  racial,  gender,  and 
socioeconomic  cross-section  representative 
of  Appalachian  community  residents  as  well 
as  professionals  from  county  agencies  such 
as  health  departments  and  social  services. 
Countywide  coalition  members  are  being 
identified  through  a  systematic  series  of  inter- 
views conducted  by  project  coordinators. 
Some  responsibilities  of  countywide  coalitions 
are  to  assist  in  identifying  the  cancer  preven- 
tion and  control  needs  of  Appalachian  com- 
munities, identify  participants  and  help 
organize  focus  groups  in  five  to  seven 
Appalachian  communities,  and  advise  SALIC 
management  staff  on  appropriate  and  effec- 
tive programming  strategies,  channels  of 
communication,  and  educational  materials. 

Third  Tier — Conmiitnity  Level 

A  rural  community  is  defined  here  as  an 
incorporated  or  unincorporated  town  or  other 
geographically  contained  rural  area  identified 
as  a  community  by  its  residents.  Community- 
based  coalitions  will  consist  of  members  of 
local  resident  groups  and  organizations, 
including  representatives  from  churches, 
women's  groups,  chambers  of  commerce,  local 
governments,  hospitals,  community  action 
agencies,  and  private  businesses.  Coalition 
members  will  be  selected  for  their  demonstrat- 
ed commitment  to  community  health  and 
well-being  as  well  as  for  their  interest  in  can- 
cer prevention  and  control.  Coalition  mem- 
bers, in  turn,  will  help  identify  volunteers  who 
will  be  drawn  from  the  coalition  membership 
or  from  other  respected  and  concerned  resi- 
dents to  whom  neighbors  turn  for  advice. 


Building  Blocks  of  Coalitions 

The  central  research  question  of  SALIC  is 
to  what  extent  community  cancer  prevention 
and  control  coalitions  are  effective  in  increas- 
ing awareness  of  cancer  and  in  changing  atti- 
tudes and  behavior  associated  with  cancer  risk 
and  survival.  It  is  envisioned  that,  with  the 
technical  assistance  and  support  of  SALIC 
staff,  the  residents  of  rural  Southern 
Appalachian  communities  will  be  empowered 
to  act  on  their  own  behalf  to  decrease  cancer 
incidence  and  mortality. 

SALIC  has  several  specific  goals  based  on 
those  of  the  overall  ALIC  program. 

►  SALIC  will  mobilize  community  lay 
and  professional  leaders  to  develop  and 
support  cancer  prevention  and  control 
coalitions  and  outreach  activities  countywide 
in  the  study  counties. 

►  These  countywide  coalitions  will  work 
with  community  residents,  including  repre- 
sentatives from  small  rural  communities 
within  the  county,  and  will  create  a  network 
of  community-based  cancer  prevention  and 
control  coalitions. 

►  A  major  function  of  the  community- 
based  coalitions  will  be  to  develop,  coordi- 
nate, and  nurture  a  volunteer  cancer  preven- 
tion and  control  system  to  supplement  the 
efforts  of  paid  SALIC  extension  agents  and 
community  leaders. 

►  With  technical  assistance  from  SALIC 
staff,  these  community-based  cancer  coalitions 
will  develop,  disseminate,  and  support  effec- 
tive cancer  prevention  and  control  interven- 
tion programs  and  strategies  for  local 
communities  and  will  work  with  the  county- 
wide  coalitions  to  resolve  problems  of  avail- 
ability, accessibility,  and  affordability  of 
cancer  diagnosis  and  subsequent  treatment. 

►  Evaluation  protocols  will  be  developed  to 
help  the  community-based  and  countywide 
coalitions  measure  their  progress  and  effec- 
tiveness in  achieving  their  objectives.  An  over- 
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all  evaluation  of  the  project  will  be  instituted 
to  determine  the  effectiveness  of  cancer  pre- 
vention and  control  coalitions  in  changing 
knowledge  levels,  attitudes,  and  behaxiors 
about  cancer. 

►  SALIC  will  attempt  to  stimulate  cancer 
prevention  and  control  data  collection  and 
research  either  as  part  ol  tlic  project  or  in 
collaboration  with  cancer  researchers  in 
agencies  and  universities  throughout  the 
three-state  area. 

Building  a  Network  of  Coalitions 

Most  rural  communities  haw  tew  outside 
resources  and  iiumy  needs.  rhe\'  must  torm 
groups  and  coalitions  to  find  workable  solu- 
tions to  their  problems.  Although  llu'  inteii'st 
of  communities  may  be  high,  indixiduals 
often  do  not  know  how  to  mobilize  groups 
into  coalitions  that  engender  full  community 
participation  and  address  critical  issues  effec- 
tively. Consequently,  the  role  of  the  Institute 
of  Community  and  Area  Development  at  the 
University  of  Georgia  in  the  SAl.lC  project  is 
to  develop  a  coalition-building  training  pro- 
gram and  to  teach  a  series  of  trainings  on 
coalition  building  and  group  process  skills 
for  SALIC  coordinators  and  CES  agents. 
This  training  series  will  enable  coordinators 
and  agents  to  develop  tools  and  practice 
skills  that  are  necessary  for  forming  and 
maintaining  coalitions. 

rhe  underlying  assumptions  of  this  training 
series  are  as  follows: 

►  Members  of  a  coalition  need  to  represent 
diverse  sections  of  the  community.  The  real 
experts  are  those  who  deal  with  the  problems 
in  the  community;  therefore,  they  must  par- 
ticipate in  finding  solutions. 

►When  members  of  a  coalition  feel  that 
they  are  part  of  a  group,  they  often  relinquish 
some  of  their  self-interest. 

►  When  individual  members  contribute 
input  to  the  group  decision,  a  stronger 
commitment  to  action  results. 


►  When  group  conunitnicnt  and  ownership 
develop,  outreach  programs  are  more  likeh'  to 
be  implemented. 

In  addition  to  the  local  CES  agent,  at  least 
(MU'  individual  from  each  of  the  study  coun- 
ties ill  the  coalition  training  will  be  in\'olved 
by  tile  project  coordinators.  The  initial  coali- 
tion-building training  will  address  recruitment 
and  creation  of  a  coalition,  group  process 
skills,  coalition  strategies,  and  ways  to  sustain 
a  coalition.  By  the  end  of  the  program,  local 
teams  will  have  developed  the  tools  and  prac- 
ticed the  skills  needed  to  form  coalitions  and 
to  encourage  local  participation  in  the  devel- 
opment of  cancer  outreach  programs.  The 
teams  also  will  have  outlined  a  plan  of  action 
t(^  build  coalitions  in  their  communities.  ,After 
returning  from  the  coalition  training  sessions, 
these  core  teams  will  initiate  the  county  can- 
cer prevention  iUul  control  coalitions. 
Communit\-based  coalitions  will  follow. 

Developing  and  Divseniinating 
Intervention  Programs  and 
Strategies 

SALIC    will  locus  on  the  following  targets 

for  iiiterwiition  throu.uli  local  organizations: 

►  Primary  prevention  o!  lung  and  skin 
cancers  (melanomas); 

►  Secondary  prevention  of  cancers  of  the 
breast,  cervix,  and  skin;  and 

►  Dietary  changes,  such  as  lowering  fat 
consumption  and  increasing  consumption 
of  specific  fruits  and  vegetables. 

A  central  SALIC  strategy  will  be  to  identify 
and  assist  local  organizations  in  adapting  and 
using  National  Cancer  Institute  (NCI)  mes- 
sages and  materials.  Programs  will  be  adopted, 
modified,  or  developed  for  the  types  of  cancer 
identified  for  targeting.  For  example,  the 
Cancer  Information  Service  (CIS)  will  train 
SALIC  coalition  members  to  present  breast 
cancer  early  detection  programs  to  women  in 
their  communities.  Emphasis  will  be  placed 
on  reaching  rural  women  in  isolated  commu- 
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nities.  CIS  will  provide  speaker's  kits  to  train- 
ing participants  and  make  CIS  education  pro- 
grams available.  CIS  will  continue  to  provide 
technical  assistance  on  an  ongoing  basis.  All 
materials  will  be  reviewed  for  literacy  level 
and  modified  if  necessary  to  tailor  specific 
messages  to  the  target  audience. 

To  ensure  competency  in  relaying  NCI  mes- 
sages to  communities,  SALIC  staff  and  inter- 
ested coalition  members  will  receive  extensive 
training  on  the  biology  and  epidemiology  of 
cancer  as  well  as  cancer  prevention  and  con- 
trol. In  addition  to  the  training  provided  by 
CIS,  a  graduate-level,  3-hour  course,  "A 
Multidisciplinary  Approach  to  Cancer,"  will 
be  offered.  This  will  be  coordinated  by  the 
SALIC  principal  investigator. 

Because  the  relationship  between  diet  and 
cancer  is  of  major  interest  and  cuts  across  a 
number  of  cancers  and  other  health  concerns, 
intervention  methods  for  dietary  change  will 
involve  mass  media,  including  radio,  newspa- 
pers, newsletters,  bulletin  boards,  posters,  and 
printed  materials;  workshops;  and  demonstra- 
tions. SALIC  will  involve  the  local  grocery 
stores  in  a  point-of-purchase  effort  that 
includes  shelf  labeling,  displays,  handouts, 
and  in-store  taste-testing  demonstrations. 

Project  Evaluation 

SALIC  is  gathering  statistics  on  cancer  and 
cancer-related  health  issues  for  evaluation  of 
the  project.  For  example,  SALIC  has  formed 
alliances  to  share  data  with  cancer  registries 
in  Georgia  and  North  Carolina.  In  South 
Carolina,  where  no  data  currently  exist  regard- 
ing the  incidence  of  cancer,  a  tumor  registry  is 
being  established  for  the  Appalachian  area  of 
that  state  through  SALIC.  South  Carolina  SAL- 
IC coalition  members  also  have  joined  a  task 
force  to  establish  a  statewide  cancer  registry. 

Although  data  on  the  prevalence  of  certain 
risk  factors  and  screening  behavior  are  avail- 
able from  the  Behavioral  Risk  Factor 
Surveillance  System  (BRFSS),  these  data 
cannot  be  linked  to  occurrence  of  disease. 


Nevertheless,  because  they  may  be  useful, 
SALIC  has  made  agreements  in  Georgia  and 
South  Carolina  to  gather  supplemental  BRFSS 
data  for  the  evaluation  of  the  project. 

SALIC  also  will  collect  demographic  and 
other  data  on  clusters  of  counties  in  the  pro- 
ject area.  These  county  groupings  will  be  char- 
acterized according  to  the  availability  and 
type  of  health  care,  levels  of  access  to  high- 
ways and  roads,  degree  of  industrialization, 
levels  of  education  and  income,  and  family 
size.  Data  on  health  status  and  use  of  health 
services  will  be  obtained  from  health  depart- 
ments, state  data  centers,  and  hospital  and 
clinic  sites. 

SALIC  is  developing  a  computerized 
geographic  information  system  to  analyze 
and  map  these  county  data.  This  system, 
coupled  with  standard  statistical  packages, 
will  permit  the  analysis  and  display  of  spatial 
patterns  against  such  things  as  roads  and 
telephone  service.  SALIC  will  generate  a 
series  of  maps  that  depict  the  characteristics 
of  county  groupings  and  provide  baseline 
information  about  selected  counties.  Similar 
maps  will  be  drawn  throughout  the  study  to 
help  determine  the  effects  of  the  community 
intervention. 

Data  on  the  knowledge,  attitudes,  and 
behavior  in  the  SALIC  area  will  be  collected 
by  three  methods: 

►  Supplemented  BRFSS  data; 

►  Pretesting  and  posttesting  of  focus 
groups  in  counties  participating  in  the 
project's  study;  and 

►  Telephone  knowledge,  attitude,  and 
behavior  surveys  conducted  in  a  sample  of 
participating  and  nonparticipating  counties. 

SALIC  also  will  develop  mechanisms  for 
collecting  data  on  referrals  to  regional  cancer 
treatment  centers. 

Among  ALIC  projects,  SALIC  has  the  most 
extensive  research  design.  SALIC  will  conduct 
a  randomized,  controlled  community  trial  of 
community  mobilization  efforts  and  cancer 
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prevention  and  control  intervention  strate- 
gies. The  project  has  created  clusters  ot  three 
to  four  counties  within  each  state  in  the  pro- 
ject area  hased  on  demographics,  county  size, 
transportation,  trading  patterns,  and  prior 
regional  groupings.  One  cluster  per  state  has 
been  randomly  selected  as  a  stud\  site.  An 
additional  cluster,  closely  matching  tlic  tirst, 
will  serve  as  a  comparison  site.  Any  measure- 
ment activity  that  can  be  administered  to 
both  coalition  and  comparison  et)unties  will 
be  administered  alike.  The  onl\'  difference 
between  the  two  groups  of  counties  will  he 
in  receiving  or  not  receiving  assistance  in 
forming  coalitions  and  other  kinds  of  continu- 
ing education  and  administratixe  assistiUKe. 
A  demographic  stud\'  and  other  sources  ot 
information  will  be  used  to  ensure  that 
high-risk  po|niLuions  will  he  represented 
appropriately  when  Scunples  are  draw  n  lor 
population  studies. 

Process  Evaluation 

SALlC's  process  evaluation  will  determine 
the  extent  and  quality  of  the  conununity 
coalitions  that  have  been  formed  as  well  as 
the  community  education  efforts  that  they 
implement.  Ongoing  monitoring  of  project 
activities  will  provide  feedback  to  SAl.K^  staff 
for  improving  lUul  redirecting  coalition-lniild- 
ing  and  community  education  efforts.  Results 
of  the  process  evaluation  will  provide  infor- 
mation essential  not  only  for  adapting  SALIC 
strategies  to  other  populations  but  also  for 
increasing  understanding  of  the  dynamics 
of  coalition  building  for  the  institutionaliza- 
tion of  community  education  in  rural 
communities. 

Process  evaluation  will  include  a  descrip- 
tion of  the  program  development  process 
to  identify: 

►  Obstacles  or  constraints  affecting  the 
timely  development  of  the  cancer  prevention 
and  control  community  coalitions  and  effec- 
tive educational  modules  on  coalition  build- 
ing and  the  understanding  of  cancer;  and 


►  Kffectix  e  methods  ot  tai  ilitaling  or  oper- 
ating CiUKer  pre\ention  diid  lontrol  commu- 
nity coalitions  and  disseminating  targeted 
messages  tt)  eultuialK  diverse  audiences. 

Institutional  support,  educational  manuals 
and  other  materials,  inxohement  of  S.M.IC^ 
personnel  in  coalition  building  and  training, 
networking,  Ciincer  sur\  eillance.  and  exoKing 
cancer  prexeiUion  cUid  control  programs  will 
he  described. 

Oiitconw  livaluatiou 

SALlC's  outcome  ewiluation  will  determine 
the  overall  success  ol  the  project's  educational 
strategies  tor  impro\ing  cancer  prevention 
,\n(\  control  in  the  targeted  counties.  Outcome 
measLues  will  iik  luile: 

►  1  he  numhei  ot  presentations,  persons  and 
organizations  [lartK  ipating  in  the  ecUicer  pre- 
vention and  control  toniniunitv  coalitions, 
and  educatioUiil  experiences  and  volunteer 
trcuning  conducted; 

►  Measurements  of  changes  in  knowledge, 
attitudes,  and  beha\  lor  related  to  cancer  pre- 
vention and  control  among  community  coali- 
tion leaders  and  members,  volunteers,  and 
comnumitv  members;  and 

►  (  hanges  in  the  incidence  and  mortality 
related  to  specific  targeted  cancers.  .Although 
these  changes  will  not  be  measurable  over  the 
5  years  of  the  SALIC  project,  baseline  data  will 
be  collected  and  subsequent  surxeillance  will 
be  instituted  to  prov  ide  historical  data  to 
tiiture  cancer  prevention  and  control 
activities  institutionalized  within  CES. 

SALIC  will  use  focus  groups  to  assess  cancer- 
related  knowledge,  attitudes,  and  behavior  pri- 
or to  the  development  of  educational  methods 
and  materials.  I  he  acceptability  and  impact  of 
the  educational  experiences  will  be  deter- 
mined through  pretests  and  posttests.  These 
instrimients  will  provide  baseline  data  iox 
evaluating  SALIC  effectiveness.  Because  not  all 
counties  will  have  participated  in  the  project, 
SALIC  will  conduct  telephone  surveys  of 
knowledge,  attitudes,  and  behavior  in  a  sam- 


Southern  Appalachia  Lciutcisliip  Initiative  on  Cancer     263 


pie  of  the  nonparticipating  communities  out- 
side the  study  areas  to  determine  the  effect 
of  exposure  to  the  SALIC  experience.  Data 
from  the  survey  will  be  compared  with  supple- 
mented BRFSS  data.  To  help  clarify  findings, 
SALIC  will  collect  additional  demographic  and 
other  data  regarding  project  participants  and 
survey  respondents. 

If  the  proposed  coalitions  are  effective, 
several  differences  between  intervention 
and  control  counties  are  expected  to  emerge, 
including: 

►  Greater  increases  in  telephone  contacts  to 
and  referrals  from  CIS  for  SALIC  intervention 
counties  versus  SALIC  control  counties; 

►  Greater  reductions  in  high-risk  lifestyle- 
related  behaviors  and  increases  in  self-reported 
screening  behaviors  (e.g..  Pap  test  in  previous 
year,  mammogram  in  previous  2  years,  regular 
breast  self-examination,  regular  physician  vis- 
its) in  intervention  counties  versus  control 
counties  determined  by  BRFSS  responses; 

►  Greater  increases  in  the  incidence  of 
breast  cancer  and  melanoma  in  intervention 
counties  versus  control  counties  as  a  result  of 
intensified  screening; 

►  Greater  increases  in  proportion  of  early- 
stage  cancers  diagnosed  in  intervention  coun- 
ties versus  control  counties;  and 

►  Greater  increased  referrals  to  cancer  treat- 
ment centers  from  intervention  counties  ver- 
sus control  counties. 

Initial  Planning  Issues 

The  first  challenge  faced  by  SALIC  was 
building  a  management  team.  The  team  com- 
prises the  six-member  consortium  involving 
faculty  members  from  four  state  universities 
and  the  Greenville  Hospital  System  in  South 
Carolina  (see  Figure  1). 

In  collaboration  with  the  Tri-State  Coalition, 
the  SALIC  management  team  also  has  coordi- 
nated the  work  of  the  tristate  task  forces.  In  a 
participatory  and  collective  mode,  SALIC's 
multistate  coalition,  management  team,  and 


staff  have  striven  to  define  clearly  their  respec- 
tive roles  in  meeting  the  goals  of  the  study,  to 
diagram  the  anticipated  sequence  of  project 
activities,  and  to  integrate  the  work  of  the 
task  forces  in  a  timely  manner  so  as  to  satisfy 
the  project  objectives  for  the  next  4-1/2  years. 

Members  of  the  evaluation  task  force,  the 
management  team,  and  consultants  also  have 
focused  on  identifying  a  formative  evaluation 
model  to  measure  the  progress  of  the  project 
as  it  is  implemented.  Research  methods  and 
models  also  are  being  selected  to  determine 
the  effect  of  SALIC  on  changes  in  knowledge, 
attitudes,  and  behavior  among  individuals 
living  in  counties  participating  in  the  pro- 
gram, compared  with  those  in  nonpartici- 
pating counties. 

Another  issue  faced  during  the  SALIC  plan- 
ning phase  is  defining  and  distinguishing 
between  countywide  and  community-based 
coalitions.  SALIC  needs  to  define  clearly  the 
respective  organizational  structures  and  roles 
for  both  types  of  coalition.  The  countywide 
coalitions  will  comprise  representatives  from 
agencies,  institutions,  county  government, 
businesses,  civic  organizations,  and  others 
largely  identified  by  survey  or  by  their  occupa- 
tion or  position.  To  this  group  will  be  added 
representatives  from  the  rural  communities. 
Community-based  coalitions  will  include 
community  leaders  and  interested  residents, 
whatever  their  position  in  the  community. 

Depending  on  the  situation  in  the  individ- 
ual state,  coalitions  may  begin  with  either  of 
these  two  separate  but  interlinked  types.  In 
Georgia,  for  example,  CES  agents  traditionally 
have  worked  directly  with  small  communities 
and  have  been  active  in  the  formation  of  local 
coalitions  involving  local  community  leaders. 
Therefore,  community-based  coalitions  may 
be  first  to  form.  However,  countywide  coali- 
tions may  form  first  in  large  communities 
such  as  Anderson,  South  Carolina,  where 
most  of  the  coalition  building  has  centered 
on  countywide  coalitions  targeting  a  larger 
audience  and  greater  geographic  scope. 
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Because  SALIC  is  a  randomized,  coiitrolk'd 
comniunit\'  trial,  its  iiitcrxciition  acli\  ities 
will  be  limited  to  the  randomK-selected  geo- 
graphic sites  rather  than  targeting  the  entire 
Appalachian  population  ot  the  three  states. 
Consequenth,  some  time  ma\  [Kiss  before 
any  benefits  derixed  from  SAl.K.  are  a\ailable 
to  the  total  population  of  the  area. 

SALIC  is  not  designed  to  address  the  broader 
environmental  factors  associated  with  cancer 
etiology,  such  as  the  possible  effects  of  pesti- 
cide runoff  on  water  quality  and  industrial 
contamination  of  land,  which  some  residents 
believe  may  contribute  to  the  excessive  rates 
of  certain  types  of  cancer  in  the  area.  Achiev- 
ing SALIC's  aims,  despite  overriding  concern 
with  these  environmental  issues  in  many 
communities,  will  be  a  continuing 
challenge  to  the  project.  SALIC  manage- 
ment and  staff  will  need  to  understand  and 


Ix'  scnsitixi.'  to  tiK'SL'  concerns  as  the  project 
is  inipk'MK'ntcti. 

S.AI.IC  recognizes  that  the  project  has  many 
lessons  to  learn,  including: 

►  Better  understanding  ol  .\ppalachia's  his- 
tory, culture,  ec(Miomy,  and  cancer  problem; 

►  Identifying  similarities  and  dissimilarities 
among  SALIC  communities; 

►  Designing  and  delivering  tailored 
messages  to  disseminate  information  and 
new  knowledge  to  rural  communities;  and 

►  Using  focus  groups  to  collect  information 
about  communities  and  their  attitudes  and 
beha\iors  concerning  cancer. 

This  informatit)n  will  serve  as  a  guide  in 
the  implementation  phase  beginning  with 
the  second  year. 

During  the  first  6  months  of  SALIC's  plan- 
ning year,  indixiduals  in\ol\ed  in  the  original 
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Project  Characteristics 
of  the  Southern  Appalachia 
Leadership  Initiative 
on  Cancer 


1 .  The  Southern  Appalachia  Leadership 
Initiative  on  Cancer  (SALIC)  will  be  con- 
ducted by  the  North  Carolina  Cooper- 
ative Extension  Service  at  North  Carolina 
State  University  in  association  with 
Cooperative  Extension  Service  programs 
at  the  University  of  Georgia  and  Clemson 
University.  The  Greenville  Hospital  Sys- 
tem, the  School  of  Public  Health  at  the 
University  of  South  Carolina,  and  the 
Institute  of  Community  and  Area  Deve- 
lopment also  will  participate  in  SALIC. 

2.  SALIC  will  target  rural  areas  in  North 
Carolina,  South  Carolina,  and  Georgia  in 
which  poverty-level,  minimum-wage 
employment  is  the  norm  for  a  substantial 
part  of  the  population. 

3.  SALIC  will  address  barriers  to  cancer 
prevention  and  control  such  as  lack  of 
availability  or  accessibility  of  primary 
health  care,  transportation,  ability  to  pay 
for  services,  and  lack  of  knowledge  and 
understanding  of  cancer. 

4.  SALIC  will  form  linkages  among  tiers 
of  coalitions  at  the  state,  county,  and 
community  levels,  bringing  together  indi- 
viduals and  organizations  that  can  supply 
resources  and  expertise  from  national, 
state,  and  local  levels. 

5.  SALIC  will  have  a  three-state  consor- 
tium to  guide  the  program  at  the  state 
level  (first  tier)  and  serve  as  SALIC's 
management  team. 

6.  SALIC  will  have  single-county  and 
multicounty  coalitions  to  guide  program 
planning  at  the  county  level  (second  tier). 


7.  SALIC  will  help  second-tier  coalition 
members  assess  county  needs  and  support 
community  coalitions. 

8.  SALIC's  community-based  coalitions 
(third  tier)  will  consist  of  members  of 
local  resident  groups  and  organizations, 
including  representatives  from  churches, 
women's  groups,  chambers  of  commerce, 
local  governments,  hospitals,  community 
action  agencies,  and  private  businesses. 

9.  SALIC  will  work  to  enable  the  resi- 
dents of  rural  southern  Appalachian  com- 
munities to  act  on  their  own  to  decrease 
cancer  incidence  and  mortality. 

10.  SALIC  will  form  alliances  to  share 
data  with  cancer  registries  to  gather  statis- 
tics on  cancer  and  cancer-related  health 
issues  for  evaluation  of  the  project. 

11.  SALIC  will  conduct  a  randomized, 
controlled  community  trial  of  communi- 
ty mobilization  efforts  and  cancer  preven- 
tion and  control  intervention  strategies. 

12.  SALIC  will  conduct  a  process  evalu- 
ation to  determine  the  extent  and  quality 
of  the  community  coalitions  that  are 
formed  and  the  education  efforts  that 
they  implement.  Results  will  be  used  to 
improve  and  redirect  coalition  building 
and  community  education  efforts. 

13.  SALIC  will  conduct  an  outcome 
evaluation  to  determine  the  overall  suc- 
cess of  the  project's  intervention  strate- 
gies for  improving  cancer  prevention 
and  control  in  the  targeted  counties. 
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formulation  of  this  project  have  retained  their 
interest  and  enthusiasm.  Participants  who  are 
part  of  the  consortium  receiving  financial  sup- 
port for  implementing  components  of  the 
project  as  well  as  those  engaged  in  SALIC  as 
an  addendum  to  tlieir  major  responsibilities 
continue  to  contrilnite  beyond  expectation. 
Counties  and  communities  have  indicated 
an  eagerness  to  participate  in  coalition  build- 
ing. One  lesson  well  learned  is  that  project 
staff  members  need  to  offer  op[)ortunitiLs  ii)r 
involvement  soon  after  introducing  SALIC 
to  county  and  commuiiitx-  leaders.  These 
individuals  are  eager  to  learn  when  they 
can  begin  participating  and  how  they  can 
contribute  immediateK'.  S AI.K'  has  sought 
to  include  these  leaders  in  the  project's  phm- 
ning  process.  They  are  helping  to  uUiititx 
other  local  leaders,  to  recruit  focus  group 
participants,  and  to  form  the  nucleus  of 
the  counts'wide  coalitions. 
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CONCLUSION 


Richard  A.  Couto 


A  Lie  has  made  coalition  building  a  cen- 
tral strategy  of  its  program. 
Consequently,  each  of  the  four  ALIC 
projects  has  assessed  its  potential  to  mobilize 
state  and  local  leaders  in  Appalachia  and  to 
build  coalitions  among  established 
Appalachian  health-related  organizations, 
health  care  providers,  colleges  and  universities 
with  significant  Appalachian  student  enroll- 
ment, the  business  community,  and  other  rel- 
evant community-based  organizations.  ALIC 
projects  have  a  strategy  of  establishing  coali- 
tions in  specific  places  with  the  leaders  found 
there.  Obviously,  the  severity  of  the  incidence 
and  mortality  of  various  cancers  and  the 
capacity  and  availability  of  leaders  will  shape 
priority  areas  and  programs  for  each  ALIC  pro- 
ject. Eventually,  however,  each  ALIC  project 
intends  to  blanket  its  portion  of  Appalachia 
with  coalition  activity. 

The  institutional  context  of  each  project's 
lead  organizations  has  a  profound  influence 
on  each  ALIC  project.  The  two  extension- 
related  projects  have  a  network  with  agents 
and  programs  already  in  place  in  each  county 
in  the  region.  These  projects  will  introduce  a 
specific  agenda  of  tasks  and  activities  related 
to  cancer  prevention  and  control  into  existing 
extension  programs. 

The  two  cancer  center  projects — North 
Central  ALIC  and  Central  Highlands  ALIC— 
begin  with  their  extensive  cancer  prevention 
and  control  resources  and  propose  to  work 
with  other  existing  networks  to  extend  those 


resources  in  a  new  way.  Both  projects  have 
worked  in  collaboration  with  other  cancer 
centers  and  other  programs  to  institute 
information  programs,  registries,  and 
outreach  services  for  screening  and  early 
detection. 

Each  ALIC  project  may  be  distinguished 
by  four  dimensions: 

►  The  nature  of  the  award  institution; 

►  The  profile  of  the  target  population; 

►  The  epidemiology  of  cancer  and  cancer 
risks  within  the  target  area;  and 

►  The  resources  available  for  programs 
and  types  of  current  program  activities. 

The  ALIC  program  provides  each  of  its 
projects  with  a  common  set  of  goals  and 
objectives.  These  are  to: 

►  Reduce  cancer  rates,  improve  cancer 
survival,  and  prevent  future  cancer  rate 
increases; 

►  Increase  access  to  quality  cancer  control 
services  and  referral; 

►  Create  a  network  of  cancer  control 
community  coalitions; 

►  Implement  cancer  control  intervention 
programs  and  activities; 

►  Mobilize  community  lay  and  profession- 
al leaders; 

►  Stimulate  cancer  control  data  collection 
and  research  efforts;  and 

►  Evaluate  the  initiative. 
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Prospects 

Fundamentally,  a  coinnumity-based  coali- 
tion for  health  intervention,  such  as  those  in 
ALIC,  brings  together  two  current  emphases 
in  public  policy  and  programs.  First,  within 
health  care,  these  coalitions  represent  a  real- 
ization that  much  of  the  illness  and  many 
premature  deaths  are  preventable.  Illnesses, 
such  as  some  types  of  cancer,  are  associated 
with  some  behaviors,  such  as  smokini;,  that 
can  be  changed.  The  prevention  of  disease  is 
part  of  the  effort  to  promote  health  .ind  not 
"cure"  illness. 

The  second  emphasis  within  puhlii  policy 
and  programs  that  community-based  coali- 
tions, such  as  AllC^  projects,  represent  is 
increased  participation  of  people  affected  by 
a  problem  and  of  people  with  direct  resjionsi- 
bility  lor  implementing  programs.  We  ha\  e  a 
lexicon  of  terms  to  express  our  hope  and  (.on- 
fidence  in  these  forms  of  participation.  I  hey 
include  "grassroots"  and  "empowerment" 
(Couto  1990). 

Over  the  course  of  this  monograph,  we  ha\'e 
covered  the  variets  ot  community-based  coali- 
tions, the  variety  of  outcomes  to  which  they 
are  related,  and  the  depth  of  hope  people  in 
different  areas  invest  in  them.  .Some  observers 
see  them  as  a  powerful  force  for  sweeping 
change  that  can  cause  conflict.  On  the  other 
hand,  other  observers  ad\  ocate  communit\  - 
based  coalitions  as  a  less  conflictual  mecha- 
nism of  n^ore  effective  implementation  of 
existing  resources,  of  dissemination  of  existing 
information,  of  outreach  to  and  recruitment 
of  those  not  currently  reached  by  services, 
and  of  support  for  those  who  attempt  inno- 
vation and  improvement  of  current  practices 
and  conditions. 

Principles  of  Practice 

Perhaps  the  first  and  most  important  princi- 
ple of  effective  coalition  practice  is  to  reduce 
major  factions  among  members.  Factions 
divide  groups  rather  than  adding  to  group 


cohesion  and  multi|')lying  group  effectiveness. 
Boundary  luillers  aiul  pushers,  despite  their 
differences,  share  common  ground.  Both 
groups  intend  to  move  in  similar  directions, 
even  if  at  different  speeds.  Ihey  may  even 
have  common  experiences  in  promoting 
change  in  their  res|)ecti\e  settings. 
Professionals  within  An  institution,  for 
example,  often  find  themselves  pushing  the 
boundaries  of  their  system  by  pulling  at  the 
boLuidaries  of  their  particular  institutions. 
Patients  and  activists,  on  the  other  hand,  pull 
at  others  hut  ma\  tiiul  tlu'inscK  es  pushing  the 
boundaries  ol  their  own  organizations  just  as 
frequently.  Major  divisions  might  be  lessened 
in  coalitions  b\-  the  frank  admission  of  differ- 
ences among  members  and  the  recognition  of 
the  willingness  to  work  on  common  ground 
tor  change  that  is  explicit  in  the  willingness 
to  join  and  participate  in  a  coalition. 

Similarh',  another  first  principle  is  to 
embrace  di\erse  perspecti\es.  I'or  some  coali- 
tion members,  the  .\l  l(    project  will  appear  as 
a  top-dow  n  approach.  I  he  ALIC  project  staff 
will  n(.\'d  to  work  hard  to  establish  credibility 
with  community  grassroots  organizations.  For 
others,  the  ALIC  projects  will  appear  as  a  bot- 
tom-up approach  because  ALIC!  uses  organiza- 
tions outside  .\CI  in  coalition  efforts  for 
cancer  prevention  and  control. 

Successful  coalitions  will  accommodate 
and  speak  to  both  perspectives.  Lhis  begins 
with  a  broad  recruitment  strategy.  It  continues 
with  the  willingness  of  coalition  members  to 
learn  from  one  another.  Ihat  willingness  is 
obviously  related  to  cc^alition  members'  ability 
to  discuss  and  communicate  with  each  other. 
Coalitions  expand  the  variety  of  its  members 
in  direct  proportion  to  the  agreement  among 
its  members  on  what  its  members  do  not 
know  and  their  willingness  to  learn  about  the 
condition  they  want  to  address  and  the  meth- 
ods to  do  so.  Conversely,  coalitions  with 
members  who  have  certainty  about  w  hat  is 
known  and  a  primary  interest  to  teach  others 
are  more  likelv  to  contract  to  ht  the  base  of 
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knowledge  on  which  the  coalition  rests. 

Successful  coalitions  also  are  more  likely 
to  plan  interventions  across  a  breadth  of 
interrelated  problems.  They  do  so  in  a  manner 
accountable  to  the  families  and  communities 
they  serve,  by  collaborative  planning. 

The  Community  Intervention  Trial  for 
Smoking  Cessation  (COMMIT)  of  NCI  pro- 
vides the  following  principles  of  effective 
action  for  successful  coalitions; 

►  Provide  enough  time  for  coalition  mem- 
bers to  recruit  sufficient  members,  assimilate 
information,  and  develop  internal  cohesion. 

►  Include  a  broad  array  of  members  with 
experience  in  civic  projects  that  cross  the 
boundaries  of  issues  and  incorporate  many 
different  local  organizations. 

►  Clarify  role  definition  of  community 
groups  and  institutional  sponsors  early  and 
negotiate  and  renegotiate  it  as  time  goes  on. 
Likewise,  clarify  goals  and  program  elements 
to  establish  trust  and  a  sense  of  ownership 
among  community  participants. 

►  Recognize  and  reward  the  incentive  of 
community  representatives  to  participate  in 
coalitions  that  is  premised  on  their  belief  that 
they  know  more  than  institutional  sponsors 
about  getting  results  locally. 

►  Expect  that  local  initiative  and  creativity 
may  foster  other  agendas  for  action  while  pur- 
suing initial  program  goals.  Likewise,  expect 
that  coalition  goals  will  vary  from  place  to 
place  and  over  time. 

►  Train  coalition  members  in  tasks  such 

as  media  advocacy  and  organization  manage- 
ment as  well  as  in  conflict  resolution  and 
influencing  health  care  providers. 

Other  lessons  acquired  within  NCI  em- 
phasize the  need  for  clear,  open,  and  honest 
communication  among  the  multilevel  infra- 
structure of  the  project,  assisting  individual 
coalitions  to  recognize  opportunities  and 
problems.  Dissemination  of  lessons,  both 
good  and  bad,  fosters  the  replication  of  suc- 


cess and  hinders  the  repetition  of  mistakes. 
This  communication  also  reduces  the  risk 
of  adversarial  relations  over  control  or  lack 
of  focus  between  institutional  sponsors  and 
coalition  members.  It  also  can  emphasize 
uncovering  local  resources  rather  than 
replacing  them. 

These  lessons  express  some  of  the  valuable 
experience  of  COMMIT  and  other  coalition 
efforts  of  NCI;  they  summarize  central  points 
of  other  coalition  and  organizing  efforts  in 
general,  in  Appalachia,  and  on  breast  cancer. 
This  intersection  of  common  points  of  varying 
views  illustrates  the  hope  expressed  by  ALIC 
projects  and  other  community-based  health 
interventions  to  combine  varying  perspectives 
into  a  focused  effort  to  address  needs  of  a 
group  or  community.  That  such  an  intersec- 
tion is  possible  enhances  the  prospect  of  ALIC 
projects,  and  those  like  it,  to  deal  successfully 
with  the  problems  before  them.  Insofar  as  the 
lessons  at  this  intersection  of  experience  are 
accurate,  projects  such  as  ALIC  stand  to  bene- 
fit. Insofar  as  ALIC  projects  will  bring  new 
experience  to  that  intersection  of  coalition 
lessons,  they  will  instruct  and  benefit  us  all. 
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University,  James  H.  Quillen  College  of 
Medicine.  He  also  holds  professorships  in 


the  uni\'ersity's  Deparliiieiits  ot  1  aniily 
Medicine,  Sociology  and  Anthropology, 
and  Family/  Community  Nursing. 

I  red  R.  Butcher,  i'h.lX,  is  the  principal 
iiuestigator  for  the  North  Cx'iitral 
Appalachia  Leadership  Initiative  on  Cancer. 
1  le  IS  tlie  associate  \ice-president  of  Meaith 
Sciences  at  the  University  of  West  Virginia 
and  the  director  of  the  Mary  Babb  Randolph 
Cancer  Center. 

David  M.  Cha\is,  I'h.l).,  is  the  associate 
director  and  associate  professor  at  the  Center 
for  Social  aiul  (  oiniiuinilN  Development 
I'ducation  at  Rutgers  University  School  of 
Social  Work.  He  served  as  a  consultant  to 
the  Kaiser  Family  Foundation  program  of 
community-based  health  promotion. 

Richard  A.  Couto,  Ph.D.,  is  a  professor 
of  leadership  studies  at  the  Universitx  of 
Richmond's  Jepson  School  of  Leadership 
Studies.  He  recently  completed  a  study 
of  economic  trends  and  social  issues  in 
Appalachia  for  the  Commission  on  Religion 
in  Appalachia. 

Earl  Dotter  is  a  photojournalist,  well 
known  for  his  work  in  Appalachia  and 
interest  in  occupational  health  and  environ- 
mental issues.  He  resides  in  Silver  Spring, 
Maryland. 

Stephen  L.  Fisher,  Ph.D.,  is  the  Hawthorne 
professor  of  political  science  and  the  pro- 
gram director  of  the  Appalachian  Studies 
Contextual  Area  at  Emory  and  Henry 
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College  in  Emory,  Virginia.  Gilbert  H.  Friedell, 
M.D.,  is  the  principal  investigator  for  the 
Central  Highlands  Appalachia  Leadership 
Initiative  on  Cancer.  He  is  the  director  of 
cancer  control  at  the  Lucille  Parker  Markey 
Cancer  Center  at  the  University  of  Kentucky 
and  the  former  project  director  for  NCI's 
National  Bladder  Cancer  Project. 

Barbara  K.  Garland,  Ph.D.,  is  the  principal 
investigator  for  the  Southern  Appalachia 
Leadership  Initiative  on  Cancer.  She  is  an 
associate  professor  and  the  coordinator  of  the 
Rural  Health  Program  at  the  North  Carolina 
Cooperative  Extension  Service  of  North 
Carolina  State  University. 

Karen  Fraim  Goss  is  a  program  assistant 
for  NCI's  Appalachia  Leadership  Initiative  on 
Cancer.  She  helped  coordinate  NCI's  Science 
Enrichment  Program  and  the  Native  American 
Cancer  Research  Program. 

Peter  G.  Greenwald,  M.D.,  Dr.P.H.,  is  the 
director  of  the  Division  of  Cancer  Prevention 
and  Control  at  the  National  Cancer  Institute 
and  also  the  associate  director  for  prevention 
for  the  National  Cancer  Institute. 

Margaret  Gregg,  M.S.,  M.F.A.,  is  an 
Appalachian  artist  with  a  studio  in 
Jonesborough,  Tennessee.  She  is  currently 
engaged  in  an  exchange  of  artists  between 
Eastern  Europe  and  Appalachia. 

Gale  Harris  is  a  senior  science  writer  and 
editor  at  R.O.W.  Sciences,  Inc.,  with  an  inter- 
est in  special  population  health  issues.  She 
reviews  women's  literature  and  contributes 
regularly  to  a  literary  journal. 

Audrey  N.  Maretzki,  Ph.D.,  is  the  principal 
investigator  for  the  Northern  Appalachia 
Leadership  Initiative  on  Cancer  and  a  pro- 
fessor of  food  science  and  nutrition  at 
Pennsylvania  State  University.  She  also  directs 
a  public  issues  education  project  funded  by 
the  W.K.  Kellogg  Foundation  and  a  project  in 
rural  Kenya  supported  by  the  U.S.  Agency  for 
International  Development. 


Nolo  Martinez,  Ed.D.,  is  the  project 
manager  for  the  Southern  Appalachia 
Leadership  Initiative  on  Cancer  at  North 
Carolina  State  University.  He  is  experienced 
in  the  development  of  innovative  programs 
for  the  delivery  of  rural  health  services  to 
underserved  populations. 

Barry  Portnoy,  Ph.D.,  is  the  cancer  plan- 
ning and  program  officer  for  NCI's  Division 
of  Cancer  Prevention  and  Control,  where 
he  is  responsible  for  overall  planning  and 
evaluation. 

Angel  Rubio,  M.A.,  is  the  project  manager 
for  the  Central  Highlands  Appalachia 
Leadership  Initiative  on  Cancer  at  the 
University  of  Kentucky.  He  was  the  director 
for  community-based  research  at  the  Lucille 
Parker  Markey  Cancer  Center  and  the  project 
manager  for  the  Centers  for  Disease  Control's 
cervical  cancer  study  in  east  Kentucky. 

Cheryl  S.  Schott  recently  received  her  bach- 
elor of  arts  degree  in  sociology  with  a  minor 
in  health.  She  currently  serves  as  the  associate 
coordinator  of  the  Learning  in  Community 
Settings  (LINCS)  Program  at  the  University 
of  Richmond. 

Nancy  K.  Simpson,  Sc.M.,  developed  and 
directed  the  National  Cancer  Institute's 
Appalachia  Leadership  Initiative  on  Cancer 
during  the  first  2  years  of  the  program.  She 
has  worked  with  public  health  programs  con- 
cerned with  digestive  diseases,  alcohol  and 
other  drug  problems,  and  special  populations 
as  well  as  cancer. 

Paul  W.  Speer,  Ph.D.,  is  the  director  of 
research  and  an  assistant  professor  at  the 
Center  for  Social  and  Community 
Development  at  Rutgers  University  School 
of  Social  Work. 

Marie  Steelman,  M.B.A.,  R.D.,  C.D.E.,  is 
the  project  manager  for  the  North  Central 
Appalachia  Leadership  Initiative  on  Cancer  at 
West  Virginia  University.  She  was  the  profes- 
sional education  coordinator  for  the  Centers 
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for  Disease  Control's  Breast  and  Cervical 
Cancer  Screening  Project  in  West  Virginia. 

Judith  Swan  is  an  analyst  in  the  director's 
office  of  the  Division  of  Cancer  Prevention 
and  Control  at  the  National  Cancer  Institute. 
She  began  her  career  at  the  National  Institutes 
of  Health  as  a  medical  technologist  in  tlie 
Clinical  Center  and  later  worked  with  the 
Office  for  AIDS  Research. 

Ann  J.  Ward,  M.A.,  is  the  project  inandger 
for  the  Northern  Appaku  hui  I  eadership 
Initiative  on  Cancer  at  IViuisylvania  State 
University.  She  is  a  former  Peace  CA)r[)s 
volunteer  from  1-iji  and  a  current  tloetoral 
anthropology  student. 
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Appendix  A 


Selected  Characteristics  of  Appalachia  and  Appalachian  Counties 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

J 

1990 

Per  Capita 

Income 

$ 

1970-1980        1980-1990 

Total 
United  States 

248,799,500 

11.5 

9.8 

12.6 

9,526 

18,746 

Total 
Appalachia 

20,7U1,4U0 

11.1 

1.6 

14.3 

7,790 

15,331 

Northern 

9,917,800 

4.1 

-3.1 

15.7 

8,343 

15,722 

Central 

2,015,200 

21.4 

-4.7 

13.3 

6,438 

12,315 

Southern 

8,768,400 

18.8 

9.4 

12.9 

7,441 

15,582 

AL  Total 

4,040,500 

1,-i.l 

3.8 

12.9 

7,482 

15,018 

AL  App.  Part 

2.529,600 

13.8 

4.1 

13.0 

7,696 

15.636 

AL  Bibb 

16,600 

13.H 

5.7 

12.7 

6,037 

12.114 

AL  Blount 

39,200 

35.7 

7.4 

13.1 

5,245 

13.135 

AL  Calhoun 

116,000 

16.3 

-3.2 

12.4 

7,122 

13,776 

AL  Chambers 

;i6,90() 

7.7 

-5.9 

16.9 

6,678 

12,968 

AL  Cherokee 

19,500 

20.5 

3.7 

14.8 

5,642 

12,642 

AL  Chilton 

32,500 

21.4 

6.2 

13.9 

6,043 

12,043 

AL  Clay 

13,300 

8.7 

-2.9 

16.8 

6,061 

12,948 

AL  Cleburne 

12,700 

14.5 

0.8 

13.4 

5,509 

12,287 

AL  Colbert 

51,700 

10.1 

-5.1 

14.7 

7,689 

13..380 

AL  Coosa 

11,100 

7.5 

-2.6 

14.4 

5,886 

10,664 

AL  Cullman 

67,600 

17.6 

9.7 

14.5 

6,638 

13,794 

AL  DeKalb 

54,700 

28.2 

1.9 

14.(1 

5,733 

14,374 

AL  Elmore 

49,200 

29.6 

13.4 

11.7 

7,060 

14.870 

AL  Etowah 

99,800 

9.6 

-3.2 

15.9 

7,425 

13,394 

AL  Fayette 

18,000 

16.0 

-4.3 

16.3 

6,648 

12,352 

AL  Franklin 

27,800 

18.8 

-2.1 

15.5 

6,692 

13,736 

AL Jackson 

47,800 

31.1 

-7.0 

12.6 

7,046 

12,767 

AL  Jefferson 

651,500 

4.1 

-2.9 

14.0 

9,375 

18,624 

AL  Lamar 

15,700 

14.6 

-4.8 

15.7 

6,786 

12,636 

AL  Lauderdale 

79,700 

18.4 

-1.0 

14.3 

7,920 

14,403 

.AL  Lawrence 

31,500 

11.0 

4.3 

11.9 

5,562 

11,763 

AL  Limestone 

54,100 

10.3 

17.6 

11.3 

6,488 

14,617 

AL  Madison 

238,900 

5.6 

21.3 

9.0 

8,896 

18,990 

AL  Marion 

29,800 

26.6 

-0.7 

15.2 

6,008 

11,001 

AL  Marshall 

70,800 

21.0 

7.9 

14.1 

7,224 

15,204 

AL  Morgan 

100,000 

16.7 

10.9 

11.7 

7,521 

16,458 

AL  Pickens 

20,700 

5.9 

-3.7 

16.4 

6,044 

11,418 

AL  Randolph 

19,900 

9.8 

-1.0 

16.5 

5,643 

12,069 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 

Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratet 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

1988 

USDAt ♦ 

Rural/ 

Urban 

Code 

ARC§,» 

1988 
Distressed 
Counties 

Total 
United  States 

5.5 

12.8 

75.2 

10.4 

516.4 

Total 
Appalachia 

6.2 

14.8 

68.4 

10.4 

680.8 

Northern 

6.4 

13.6 

73.3 

9.6 

626.2 

Central 

7.9 

25.3 

53.3 

10.8 

1,046.3 

Southern 

5.7 

13.8 

66.1 

11.2 

693.5 

AL  Total 

6.8 

17.9 

66.9 

12.6 

673.5 

AL  App.  Part 

6.5 

15.5 

67.1 

12.2 

625.5 

AL  Bibb 

8.6 

21.2 

51.8 

13.2 

1,844.4 

6 

1 

AL  Blount 

7.4 

15.3 

60.5 

7.5 

3,266.7 

2 

2 

AL  Calhoun 

7.0 

15.7 

67.4 

12.8 

899.2 

3 

3 

AL  Chambers 

7.3 

18.8 

54.3 

18.3 

1,366.7 

5 

3 

AL  Cherokee 

10.4 

17.6 

53.5 

13.9 

2,785.7 

8 

1 

AL  Chilton 

8.8 

17.1 

56.6 

14.1 

2,954.5 

6 

1 

AL  Clay 

6.2 

17.4 

53.8 

27.5 

2,660.0 

9 

1 

AL  Cleburne 

7.2 

15.3 

49.8 

9.9 

3,175.0 

6 

2 

AL  Colbert 

7.9 

14.6 

65.2 

11.4 

907.0 

3 

3 

AL  Coosa 

6.2 

18.2 

53.9 

12.8 

5,550.0 

8 

3 

AL  Cullman 

7.1 

15.3 

58.8 

13.5 

1,229.1 

6 

3 

AL  DeKalb 

7.0 

17.4 

53.0 

11.8 

2,025.9 

6 

2 

AL  Elmore 

6.0 

14.5 

66.5 

11.7 

2,236.4 

2 

3 

AL  Etowah 

10.7 

16.5 

64.1 

12.2 

702.8 

3 

3 

AL  Fayette 

9.4 

20.3 

56.6 

12.2 

1,800.0 

6 

3 

AL  Franklin 

10.5 

20.7 

55.1 

11.5 

1,463.2 

6 

3 

AL  Jackson 

9.8 

16.6 

58.1 

8.5 

1,770.4 

4 

2 

AL  Jefferson 

5.1 

16.0 

73.8 

13.7 

288.0 

2 

3 

AL  Lamar 

7.5 

18.0 

52.9 

10.2 

3,140.0 

7 

3 

AL  Lauderdale 

6.6 

14.9 

67.9 

10.4 

705.3 

3 

3 

AL  Lawrence 

9.7 

19.8 

55.6 

12.0 

2,423.1 

6 

1 

AL  Limestone 

5.9 

14.0 

63.1 

9.8 

2,352.2 

6 

3 

AL  Madison 

4.7 

10.9 

80.2 

9.8 

620.5 

3 

3 

AL  Marion 

12.3 

19.1 

50.0 

10.0 

1,655.6 

7 

2 

AL  Marshall 

7.7 

17.2 

61.5 

11.2 

1,609.1 

4 

3 

AL  Morgan 

6.6 

12.0 

69.4 

9.4 

833.3 

4 

3 

AL  Pickens 

10.3 

28.9 

56.2 

16.3 

2,070.0 

6 

1 

AL  Randolph 

8.3 

18.9 

50.3 

12.9 

2,487.5 

7 

1 

continued 
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Selected  Characteristics  of  Appalachia  ami  Appalachian  Counties  (continued) 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 
%  Pop. 

1980 
Per  Capita 

1990 
Per  Capita 

1970-1980        1980-1990 

65  and  ()\(.r 

Intome 
S 

Income 
$ 

AL  Shelby 

99,400 

74.9 

49.9 

7.6 

6,892 

15,935 

ALSt.  Clair 

50,000 

47.7 

21.4 

11.6 

6,050 

13,056 

AL  Talladega 

74,100 

13.2 

0,4 

12.9 

6,291 

12,212 

AL  Tallapoosa 

38,800 

14.5 

0.3 

16.1 

6,641 

14,235 

AL  Tuscaloosa 

150,500 

18,5 

9.5 

11.3 

7,032 

15,113 

AL  Walker 

67,700 

22.2 

-1.5 

14.4 

7,855 

14,556 

AL  Winston 

22,100 

32.5 

0.5 

14.1 

6,274 

12,023 

GA  Total 

6,477,700 

19.1 

18.6 

10.1 

8,087 

17,114 

GA  App.  Part 

1,508,000 

35.8 

3<v6 

9.7 

7,127 

16,420 

GA  Banks 

10,300 

26.1 

18.4 

11.5 

5,225 

13,906 

GA  Barrow 

29,700 

27.4 

38.8 

10.9 

7,264 

14,322 

GA  Bartow 

55,900 

24.8 

37.0 

10.0 

7,285 

14,007 

GA  Carroll 

71,400 

24.3 

26.8 

10.2 

6,975 

14,463 

GA  Catoosa 

42,500 

.30.7 

14.9 

10.9 

5,548 

12.860 

GA  Chattooga 

22,200 

6.3 

1.4 

14.9 

6,102 

11,867 

GA  Cherokee 

90,200 

66.8 

74.5 

7.0 

5,935 

18,035 

GA  Dade 

13,100 

24.2 

6.5 

10.9 

5,556 

10,728 

GA  Dawson 

9,400 

.33.3 

95.8 

8.9 

6,962 

13,313 

GA  Douglas 

71,100 

90.2 

30.2 

7.0 

7,418 

17,217 

GA  Fannin 

16,000 

10.5 

8.8 

17.9 

5,671 

12,313 

GA  Floyd 

81.300 

8.3 

1.9 

14.6 

8.079 

16,062 

GA  Forsyth 

44,100 

64.7 

57.5 

8.9 

6,494 

20,455 

GA  Franklin 

16,700 

18.8 

9.9 

15.5 

6,197 

14,760 

GA  Gilmer 

13,400 

24.7 

20.7 

13.6 

6,401 

15,236 

GA  Gordon 

35,100 

27.5 

16.6 

10.7 

6,888 

14.885 

GA  Gwinnett 

352,900 

1.30.8 

111.4 

4.8 

8,088 

1*^,861 

GA  Habersham 

27,600 

20.8 

10.4 

13.2 

6,407 

15,125 

GA  Hall 

95,400 

27.5 

26.2 

10.8 

8,276 

16,943 

GA  Haralson 

22,000 

15.7 

19.6 

13.3 

7,216 

13,336 

GA  Heard 

8,600 

20.4 

32.3 

12.0 

6,910 

11.132 

GA  Jackson 

30,000 

19.9 

18.6 

12.0 

6,561 

15,328 

GA  Lumpkin 

14,600 

24,1 

35.2 

10.1 

5,427 

14.351 

GA  Madison 

21,100 

31,1 

19.2 

11.0 

5,970 

13,057 

GA  Murray 

26.100 

51.5 

32.5 

8.2 

6,413 

12,399 

GA  Paulding 

41,600 

49.1 

59.4 

7.3 

6,321 

13,613 

GA  Pickens 

14,400 

21.9 

23.1 

13.5 

6,672 

15,770 

GA  Polk 

33,800 

9.5 

4.3 

14.2 

6,858 

12.767 

GA  Rabun 

11,600 

26.5 

10.5 

18.2 

5,538 

12.657 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 
Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratet 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

1988 

USDA$,  ♦ 

Rural/ 

Urban 

Code 

ARC§,* 

1988 
Distressed 
Counties 

AL  Shelby 

3.9 

9.2 

78.2 

9.6 

1,875.5 

2 

3 

AL  St.  Clair 

6.0 

14.8 

61.0 

10.4 

2,777.8 

2 

3 

AL  Talladega 

9.6 

20.2 

60.7 

11.1 

1,576.6 

4 

1 

AL  Tallapoosa 

6.1 

16.0 

57.8 

15.4 

1,437.0 

7 

3 

AL  Tuscaloosa 

5.1 

20.1 

69.6 

13.8 

543.3 

3 

3 

AL  Walker 

9.3 

17.3 

56.0 

10.4 

1,440.4 

2 

3 

AL  Winston 

11.2 

19.8 

48.8 

13.9 

2,455.6 

7 

3 

GA  Total 

5.4 

14.3 

70.9 

12.7 

626.7 

GA  App.  Part 

5.6 

9.8 

67.5 

10.2 

1,242.2 

GA  Banks 

5.5 

15.1 

56.6 

8.6 

1,716.7 

8 

3 

GA  Barrow 

8.1 

14.7 

58.8 

9.6 

2,475.0 

1 

3 

GA  Bartow 

8.5 

10.7 

58.7 

10.4 

1,644.1 

6 

3 

GA  Carroll 

6.2 

14.4 

60.5 

11.4 

952.0 

6 

3 

GA  Catoosa 

4.2 

12.0 

63.8 

7.6 

1,465.5 

2 

3 

GA  Chattooga 

7.7 

14.6 

50.1 

11.4 

5,550.0 

7 

2 

GA  Cherokee 

4.4 

6.1 

75.2 

9.0 

2,652.9 

1 

4 

GA  Dade 

6.2 

14.6 

55.3 

9.8 

2,183.3 

2 

3 

GA  Dawson 

8.5 

12.8 

60.1 

16.8 

4,700.0 

8 

3 

GA  Douglas 

4.8 

6.6 

72.3 

8.7 

1,269.6 

1 

5 

GA  Fannin 

7.4 

17.2 

55.8 

10.8 

2,666.7 

9 

3 

GA  Floyd 

7.1 

13.6 

63.9 

13.6 

414.8 

5 

3 

GA  Forsyth 

4.8 

6.8 

67.6 

7.2 

2,205.0 

1 

4 

GA  Franklin 

6.4 

16.5 

54.1 

12.5 

1,284.6 

8 

3 

GA  Gilmer 

6.8 

16.6 

52.3 

20.9 

1,675.0 

9 

3 

GA  Gordon 

6.2 

11.1 

58.4 

10.5 

1,350.0 

7 

3 

GA  Gwinnett 

4.3 

4.0 

86.7 

8.1 

1,341.8 

0 

5 

GA  Habersham 

4.3 

11.6 

59.0 

12.6 

2,123.1 

7 

3 

GA  Hall 

5.6 

10.6 

65.1 

8.3 

636.0 

6 

4 

GA  Haralson 

7.8 

14.4 

56.0 

13.9 

1,466.7 

6 

3 

GA  Heard 

6.0 

19.1 

49.1 

21.6 

4,300.0 

8 

3 

GA  Jackson 

5.6 

14.1 

54.5 

12.5 

2,500.0 

3 

3 

GA  Lumpkin 

3.9 

15.3 

60.2 

10.9 

1,123.1 

7 

3 

GA  Madison 

6.1 

15.7 

59.7 

9.4 

4,220.0 

3 

3 

GA  Murray 

7.2 

11.3 

52.1 

11.7 

3,728.6 

9 

3 

GA  Paulding 

6.1 

8.8 

64.1 

9.9 

5,200.0 

1 

3 

GA  Pickens 

10.0 

12.8 

56.8 

21.2 

2,057.1 

8 

3 

GA  Polk 

11.6 

16.3 

51.8 

10.7 

1,988.2 

6 

3 

GA  Rabun 

4.9 

13.6 

62.7 

11.1 

1,160.0 

9 

3 

continued 
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Summary 
Level 

1990  Census 
Population 

"/)  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  (Capita 

Income 

J 

1990 

Per(  apita 

Income 

J 

1970-1980         1980-1990 

GA  Stephens 

23,300 

7.4 

6.9 

15.0 

6,882 

13,487 

GA  Towns 

6,800 

21.7 

21.4 

23.8 

5,170 

12,368 

GA  Union 

12,000 

38.2 

27.7 

18.4 

4,305 

11,595 

GA  Walker 

58,300 

11.7 

3.2 

13.3 

7,073 

13,149 

GA  VVhitr 

13,000 

29.5 

28.7 

14.9 

5,525 

15,078 

GA  Whitfield 

72,500 

19.6 

10.2 

9.9 

8,078 

17,860 

KY  Total 

3,685,100 

13.8 

0.7 

12.7 

7,645 

15,012 

KY  App.  Part 

1,045,300 

23.1 

-2.9 

12.5 

6,086 

11,759 

KY  Adair 

15,400 

16.9 

1.3 

15.6 

5,053 

11,803 

KY  Bath 

39,700 

8.7 

-3.0 

15.2 

5,669 

11,223 

KY  Bell 

31,500 

10.3 

-8.2 

13.3 

6,508 

10,728 

KY  Boyd 

51,200 

6.1 

-7.7 

14.8 

9,473 

16,824 

KY  Breathitt 

15,700 

19.7 

-7.6 

10.9 

5,254 

10,531 

KY  Carter 

24,300 

26.8 

-3.2 

12.8 

4,766 

10,370 

KY  Casey 

14,200 

13.8 

-4.1 

15.1 

4,295 

10,241 

KY  Clari< 

29,500 

17.4 

4.2 

12.5 

8,090 

14,739 

KY  Clay 

21,700 

23.9 

-4.8 

10.7 

5,134 

8,693 

KY  Clinton 

9,  KM) 

\\A 

-2.2 

15.3 

3,956 

8,875 

KY  Cumberland 

6,800 

7.4 

-6.8 

18.0 

4,960 

9,900 

KY  Elliott 

6,500 

16.9 

-5.8 

12.4 

4,499 

7,880 

KY  Estill 

14,600 

13.3 

0.7 

13.8 

5,972 

10,053 

KY  Fleming 

12,300 

8.8 

0.0 

15.5 

5,387 

11,511 

KY  Floyd 

43,600 

35.9 

-10.7 

11.5 

6,162 

12,571 

KY  Garrard 

11,600 

16.0 

6.4 

15.4 

6,894 

13,328 

KY  Green 

10,400 

6.8 

-5.5 

17.9 

5,866 

12,137 

KY  Greenup 

36,700 

18.1 

-6.1 

12.2 

7,332 

14,002 

KY  Harlan 

36,600 

12.6 

-12.6 

13.0 

6,738 

11,610 

KY  Jackson 

12,000 

21.2 

0.0 

13.2 

4,131 

8,391 

KY  Johnson 

23,200 

39.4 

-4.9 

11.8 

6,589 

12,273 

KY  Knott 

17,900 

21.8 

0.0 

10.5 

5,.353 

9,185 

KY  Knox 

29,700 

27.4 

-1.7 

13.0 

4,956 

9,941 

KY  Laurel 

43,400 

42.3 

11.3 

11.4 

5,758 

12,069 

KY  Lawrence 

14,000 

31.8 

-0.7 

13.0 

5,788 

9,755 

KYLee 

7,400 

18.2 

-5.1 

14.4 

4,484 

8,788 

KY  Leslie 

13,600 

28.4 

-8.7 

9.3 

4,707 

9,929 

KY  Letcher 

27,000 

32.9 

-12.1 

11.7 

6,030 

10,892 

KY  Lewis 

13,000 

17.9 

-10.3 

13.5 

4,607 

10,513 

KY  Lincoln 

20,000 

14.4 

4.7 

14.2 

5,380 

10,316 

KY  Madison 

57,500 

25.1 

7.7 

10.3 

6,248 

12.672 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 
Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratef 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

1988 

USDA$,  ♦ 

Rural/ 

Urban 

Code 

ARC§,» 

1988 
Distressed 
Counties 

GA  Stephens 

6.9 

17.0 

60.1 

13.6 

776.7 

7 

3 

GA  Towns 

3.7 

14.0 

58.2 

13.6 

1,700.0 

9 

3 

GA  Union 

4.7 

18.3 

58.7 

13.2 

1,500.0 

9 

3 

GA  Walker 

6.3 

12.8 

58.3 

13.8 

3,886.7 

2 

3 

GA  White 

4.5 

12.5 

62.9 

15.8 

1,625.0 

9 

3 

GA  Whitfield 

4.9 

11.1 

59.8 

10.1 

725.0 

4 

4 

KY  Total 

5.8 

18.5 

64.6 

10.6 

633.7 

KY  App.  Part 

7.7 

28.4 

51.5 

11.2 

1,183.8 

KY  Adair 

6.4 

25.1 

46.3 

7.9 

1,400.0 

7 

2 

KY  Bath 

9.9 

27.3 

46.3 

11.1 

1,616.7 

8 

KY  Bell 

9.1 

36.2 

46.7 

8.7 

670.2 

7 

KY  Boyd 

5.8 

16.5 

68.9 

10.7 

487.6 

2 

KY  Breathitt 

9.1 

39.5 

47.8 

10.2 

3,140.0 

7 

KY  Carter 

13.5 

26.8 

51.3 

13.4 

4,860.0 

2 

KY  Casey 

7.7 

29.4 

43.1 

16.1 

3,550.0 

9 

KY  Clark 

6.7 

17.7 

65.1 

9.0 

1,053.6 

2 

KY  Clay 

8.2 

40.2 

38.9 

13.3 

2,411.1 

9 

KY  Clinton 

10.0 

38.1 

44.4 

5.0 

3,033.3 

9 

KY  Cumberland 

7.4 

31.6 

39.5 

19.6 

3,400.0 

9 

KY  Elliott 

17.3 

38.0 

44.0 

5.6 

3,250.0 

8 

KY  Estill 

12.2 

29.0 

46.5 

11.1 

2,920.0 

6 

KY  Fleming 

7.6 

25.4 

53.8 

17.8 

2,460.0 

7 

2 

KY  Floyd 

6.9 

31.2 

50.8 

10.4 

927.7 

7 

1 

KY  Garrard 

7.3 

18.1 

54.3 

7.8 

2,320.0 

6 

3 

KY  Green 

6.1 

21.6 

49.0 

11.7 

1,155.6 

9 

2 

KY  Greenup 

6.0 

17.6 

64.7 

10.5 

2,446.7 

2 

3 

KY  Harlan 

7.6 

33.1 

49.5 

12.7 

1,045.7 

7 

1 

KY  Jackson 

10.4 

38.2 

38.3 

7.3 

6,000.0 

9 

1 

KY  Johnson 

7.1 

28.7 

54.7 

5.8 

966.7 

7 

1 

KY  Knott 

8.6 

40.4 

45.1 

9.9 

3,580.0 

9 

1 

KY  Knox 

7.0 

38.9 

46.6 

13.9 

2,970.0 

7 

2 

KY  Laurel 

6.3 

24.8 

52.7 

12.8 

2,170.0 

7 

2 

KY  Lawrence 

9.7 

36.0 

46.4 

21.8 

1,166.7 

8 

1 

KYLee 

8.3 

37.4 

43.4 

9.3 

1,850.0 

9 

1 

KY  Leslie 

5.7 

35.6 

40.4 

14.4 

1,511.1 

9 

1 

KY  Letcher 

1.1 

31.8 

45.6 

13.3 

1,080.0 

7 

1 

KY  Lewis 

9.9 

30.7 

45.4 

7.7 

6,500.0 

9 

1 

KY  Lincoln 

8.5 

27.2 

50.4 

14.4 

2,857.1 

7 

1 

KY  Madison 

5.1 

21.2 

64.8 

8.8 

809.9 

4 

3 

continued 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 
%Pop. 

1980 
Per  Capita 

1990 
Per  Capita 

1970-1980        1980-1990 

65  and  Over 

Income 
$ 

Income 
S 

KY  Magoffin 

13,100 

28.6 

-3.0 

10.1 

4,868 

8,843 

KY  Martin 

12,500 

49.5 

-10.1 

8.7 

7,043 

12,062 

KY  McCreary 

15,600 

24.8 

0.0 

11.2 

4,058 

7,663 

KY  Menifee 

5,100 

27.5 

0.0 

12.1 

3,872 

8,206 

KY  Monroe 

11,400 

6.9 

-8.1 

16.1 

5,212 

12,208 

KY  Montgomery 

19,600 

30.7 

-2.0 

13.0 

6,488 

13,215 

KY  Morgan 

11,600 

19.8 

-4.1 

12.5 

4,550 

9,497 

KY  Owsley 

5,000 

11.8 

-12.3 

15.6 

3,779 

8,551 

KY  Perry 

30,300 

31.5 

-10.4 

10.5 

6,477 

13,563 

KY  Pike 

72,600 

33.0 

-10.5 

10.7 

7,298 

13,109 

KY  Powell 

11,700 

44.2 

5.4 

10.5 

4,984 

9,883 

KY  Pulaski 

49,500 

30.1 

8.1 

14.2 

6,168 

12,942 

KY  Rockcastle 

14,800 

13.8 

5.7 

13.3 

4,451 

10,6(X) 

KY  Rowan 

20,4(X) 

12.4 

7.4 

10.0 

5,493 

10,397 

KY  Russell 

14,700 

30.5 

7.3 

16.1 

4,810 

12,726 

KY  Wayne 

17,500 

19.7 

2.9 

13.9 

4,657 

9,527 

KY  Whitley 

33,300 

38.6 

-0.3 

12.9 

6,506 

12,390 

KY  Wolfe 

6,500 

19.6 

-3.0 

11.8 

4,460 

8,991 

MD  Total 

4,781,100 

7.5 

13.4 

10.8 

10,405 

21,952 

MD  App.  Part 

224,400 

5.2 

2.0 

15.4 

7,824 

15,405 

MD  Allegany 

74,900 

-4.2 

-7.0 

18.5 

7,627 

14,786 

MD  Garrett 

28,100 

23.8 

6.0 

13.8 

6,330 

13,172 

MD  Washington 

121,400 

9.0 

7.3 

13.8 

8,276 

16,238 

MS  Total 

2,573,500 

13.7 

2.1 

12.5 

6,684 

12,834 

MS  App.  Part 

510,600 

15.0 

2.5 

13.3 

6,241 

12,241 

MS  Alcorn 

31,700 

21.3 

-3.9 

15.4 

6,842 

12,691 

MS  Benton 

8,000 

9.3 

-2.4 

14.9 

4,740 

10,183 

MS  Calhoun 

14,900 

7.5 

-5.1 

16.9 

5,381 

10,991 

MS  Chickasaw 

18,100 

6.5 

1.1 

13.8 

6,028 

11,672 

MS  Choctaw 

9,100 

5.9 

1.1 

14.6 

5,379 

9,735 

MS  Clay 

21,100 

12.2 

0.0 

13.3 

6,467 

12,291 

MS  Itawamba 

20,000 

21.3 

-2.4 

15.4 

5,661 

11,497 

MS  Kemper 

10,400 

-1.0 

3.0 

15.7 

4,598 

8,984 

MS  Lee 

65,600 

23.9 

14.9 

11.6 

7,899 

14,627 

MS  Lowndes 

59,300 

15.5 

3.5 

10.2 

7,213 

14,000 

MS  Marshall 

30,400 

22.1 

3.8 

11.5 

4,408 

11,434 

MS  Monroe 

36,600 

6.7 

0.5 

14.3 

6,321 

12,312 

MS  Noxubee 

12,600 

-7.0 

-4.5 

13.3 

4,635 

8,942 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 

Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratet 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

1988 

USDAt  ♦ 

Rural/ 

Urban 

Code 

ARC§,* 

1988 
Distressed 
Counties 

KY  Magoffin 

14.9 

42.5 

38.2 

10.8 

3,275.0 

9 

KY  Martin 

7.8 

35.4 

44.4 

13.8 

2,083.3 

9 

KY  McCreary 

14.1 

45.5 

40.2 

8.6 

1,950.0 

9 

KY  Menifee 

10.9 

35.0 

46.0 

20.3 

5,100.0 

9 

KY  Monroe 

6.3 

26.9 

47.1 

11.7 

1,900.0 

7 

KY  Montgomery 

11.6 

21.0 

56.1 

7.0 

980.0 

6 

KY  Morgan 

9.9 

38.8 

44.1 

18.4 

1,450.0 

9 

KY  Owsley 

8.5 

52.1 

35.5 

15.7 

* 

9 

KY  Perry 

7.2 

32.1 

47.6 

11.0 

704.7 

7 

KY  Pike 

7.2 

25.4 

50.2 

10.8 

1,052.2 

7 

KY  Powell 

9.1 

26.2 

50.1 

14.5 

3,900.0 

6 

KY  Pulaski 

8.2 

22.7 

56.2 

11.5 

900.0 

7 

KY  Rockcastle 

7.0 

30.7 

44.9 

5.2 

1,850.0 

9 

KY  Rowan 

5.9 

28.9 

57.9 

16.0 

510.0 

7 

2 

KY  RusseU 

5.9 

25.6 

50.2 

3.5 

1,837.5 

9 

KY  Wayne 

8.3 

37.3 

44.6 

7.5 

1,590.9 

7 

KY  Whitley 

7.2 

33.0 

53.0 

11.6 

640.4 

7 

KY  Wolfe 

15.3 

44.3 

42.8 

14.7 

3,250.0 

9 

MD  Total 

4.7 

8.1 

78.4 

11.6 

371.1 

MD  App.  Part 

7.6 

11.8 

69.7 

9.8 

688.3 

MD  Allegany 
MD  Garrett 

8.8 
8.9 

16.5 
14.7 

71.0 
68.4 

9.1 
14.4 

499.3 

3 

3 
2 

1,277.3 

8 

MD  Washington 

6.7 

9.3 

69.3 

9.1 

788.3 

3 

3 

MS  Total 

7.4 

24.5 

64.3 

13.3 

783.9 

MS  App.  Part 

8.2 

22.0 

59.3 

12.8 

1,179.2 

MS  Alcorn 

10.1 

20.8 

56.3 

7.6 

1,093.1 

7 

2 

MS  Benton 

11.2 

29.7 

46.4 

6.3 

* 

9 

1 

MS  Calhoun 

9.1 

21.5 

52.8 

6.6 

2,980.0 

9 

2 

MS  Chickasaw 

14.1 

21.3 

52.9 

20.6 

2,262.5 

7 

1 

MS  Choctaw 

10.9 

25.0 

57.6 

10.8 

4,550.0 

9 

1 

MS  Clay 

9.9 

25.9 

60.4 

14.9 

1,623.1 

7 

1 

MS  Itawamba 

6.8 

15.6 

49.0 

12.3 

5,000.0 

7 

3 

MS  Kemper 

10.7 

35.1 

56.3 

12.2 

3,466.7 

9 

1 

MS  Lee 

6.5 

15.4 

67.8 

15.5 

475.4 

5 

3 

MS  Lowndes 

6.3 

22.1 

69.0 

10.2 

801.4 

5 

3 

MS  Marshall 

11.9 

30.0 

51.7 

15.2 

3,377.8 

6 

1 

MS  Monroe 

8.1 

21.2 

55.6 

12.5 

1,307.1 

7 

2 

MS  Noxubee 

12.8 

41.4 

49.6 

15.0 

3,150.0 

9 

1 

continued 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

S 

1990 

Per  (Capita 

Income 

$ 

1970-1980 

1980-1990 

MS  Oktibbeha 

38,400 

25.0 

6.7 

H.q 

6,089 

11,234 

MS  Pontotoc 

22,200 

20.1 

6.2 

14.3 

5,682 

12,763 

MS  Prentiss 

23,300 

18.8 

-2.9 

14.2 

5,614 

11,449 

MS  Tippah 

19,500 

17.6 

4.3 

15.4 

5,984 

11,818 

MS  Tishomingo 

17,700 

22.7 

-3.8 

16.8 

6,477 

11,231 

MS  Union 

22,100 

14.2 

1.8 

15.4 

6,414 

11,957 

MS  Webster 

10.200 

2.0 

-1.0 

17.6 

6,144 

11,372 

MS  Winston 

19,400 

6.0 

-0.5 

15.4 

5,694 

11,489 

NC  Total 

6,628,900 

15.8 

12.7 

12.1 

7,761 

16,325 

NC  App.  Part 

1,306,700 

17.4 

7,3 

14.9 

7,596 

16,165 

NC  Alexander 

27,500 

28.2 

10.0 

11.0 

6,484 

14,995 

NC  Alleghany 

9,600 

18.5 

0.0 

18.6 

6,120 

12,950 

NC  Ashe 

22,200 

13.8 

-0.4 

17.1 

5,691 

12,468 

NC  Avery 

14,900 

13.4 

3.5 

14.6 

5,072 

12,517 

NC  Buncombe 

174,800 

11.0 

8.6 

16.1 

7,984 

16,934 

NC  Burke 

75,700 

20.2 

4.4 

13.0 

7,138 

15,096 

NC  Caldwell 

70,700 

19.4 

4.4 

12.1 

6,768 

14,945 

NC  Cherokee 

20,200 

16.0 

6.9 

18.9 

5,2.39 

12,271 

NC  Clay 

7,200 

29.4 

9.1 

20.2 

5,047 

11,992 

NC  Davie 

27,900 

30.9 

13.4 

13.8 

7,222 

18.3.39 

NC  Forsyth 

265,900 

13.7 

9.1 

12.2 

9,787 

20,645 

NC  Graham 

7,200 

9.1 

().() 

16.1 

6,107 

9,223 

NC  Haywood 

46,900 

11.2 

0.9 

18.2 

7,238 

14,235 

NC  Henderson 

69,300 

37.2 

18.3 

21.8 

8,300 

18,175 

NC  Jackson 

26,800 

19.4 

3.9 

13.8 

6,004 

12,870 

NC  Macon 

23,500 

27.8 

16.3 

22.5 

6,608 

14.093 

NC  Madison 

17,000 

5.0 

1.2 

16.7 

5.396 

12,190 

NC  McDowell 

35,700 

14.7 

1.7 

14.4 

7,200 

12,466 

NC  Mitchell 

14,400 

7.5 

0.0 

17.7 

6,243 

12,188 

NC  Polk 

14,400 

11.1 

10.8 

24.7 

8,589 

20,106 

NC  Rutherford 

56,900 

13.7 

5.8 

15.6 

6,894 

14.198 

NC  Stokes 

37,200 

39.1 

12.4 

11.5 

6,262 

14,257 

NC  Surry 

61,700 

15.8 

3.9 

14.8 

7,195 

15,460 

NC  Swain 

11,300 

30.4 

9.7 

15.3 

5,781 

9,930 

NC  Transylvania 

25,500 

18.8 

9.0 

18.5 

7,412 

15,435 

NC  Watauga 

37,000 

35.5 

16.7 

10.6 

6,040 

12.7.34 

NC  Wilkes 

59,400 

18.6 

1.2 

13.2 

7,171 

14.699 

NC  Yadkin 

30,500 

15.4 

7.4 

14.8 

7,650 

15,261 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,« 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAt ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

MS  Oktibbeha 

4.8 

30.1 

73.0 

11.9 

1,066.7 

7 

3 

MS  Pontotoc 

5.5 

17.2 

57.4 

9.0 

1,850.0 

7 

3 

MS  Prentiss 

7.7 

21.5 

52.9 

9.5 

1,941.7 

7 

2 

MS  Tippah 

8.0 

22.6 

54.4 

21.4 

1,772.7 

7 

1 

MS  Tishomingo 

14.9 

20.3 

55.0 

14.9 

1,361.5 

6 

3 

MS  Union 

6.7 

16.4 

57.3 

11.2 

1,300.0 

7 

3 

MS  Webster 

7.6 

24.4 

58.6 

11.1 

2,040.0 

9 

2 

MS  Winston 

8.1 

26.6 

59.1 

13.2 

1,940.0 

7 

1 

NC  Total 

4.1 

12.5 

70.0 

12.0 

596.9 

NC  App.  Part 

4.3 

12.1 

67.1 

10.8 

557.9 

NC  Alexander 

3.8 

9.8 

59.0 

11.3 

3,055.6 

3 

5 

NC  Alleghany 

3.9 

20.1 

52.6 

13.4 

1,600.0 

9 

3 

NC  Ashe 

5.8 

18.4 

55.6 

12.4 

1,585.7 

9 

3 

NC  Avery 

4.1 

14.6 

62.2 

3.1 

620.8 

9 

3 

NC  Buncombe 

3.3 

11.4 

74.5 

9.8 

405.6 

3 

3 

NC  Burke 

3.9 

10.1 

60.1 

8.4 

707.5 

3 

4 

NC  Caldwell 

4.3 

10.8 

56.8 

11.4 

1,159.0 

6 

3 

NC  Cherokee 

8.8 

20.4 

59.9 

7.3 

1,262.5 

9 

2 

NC  Clay 

5.7 

17.9 

62.9 

8.1 

1,440.0 

9 

3 

NC  Davie 

4.6 

8.4 

69.6 

9.1 

1,550.0 

2 

4 

NC  Forsyth 

3.9 

10.5 

77.6 

13.0 

249.2 

2 

4 

NC  Graham 

19.1 

24.9 

56.9 

4.4 

1,800.0 

9 

1 

NC  Haywood 

5.2 

12.7 

68.0 

8.0 

732.8 

6 

3 

NC  Henderson 

3.1 

10.5 

76.2 

10.3 

630.0 

6 

4 

NC  Jackson 

4.2 

16.7 

68.7 

11.7 

515.4 

9 

3 

NC  Macon 

3.7 

16.5 

66.7 

11.0 

783.3 

7 

3 

NC  Madison 

4.4 

20.4 

56.4 

7.7 

2,125.0 

8 

3 

NC  McDowell 

6.5 

11.4 

58.5 

14.9 

1,373.1 

6 

3 

NC  Mitchell 

6.4 

16.0 

55.3 

5.5 

900.0 

9 

3 

NC  Polk 

3.1 

9.6 

69.6 

19.9 

720.0 

9 

3 

NC  Rutherford 

5.3 

12.3 

59.4 

8.8 

1,293.2 

6 

3 

NC  Stokes 

4.4 

9.8 

62.8 

7.4 

4,650.0 

2 

3 

NC  Surry 

4.7 

11.4 

57.3 

14.7 

1,312.8 

6 

3 

NC  Swain 

10.3 

27.6 

59.0 

11.7 

941.7 

9 

1 

NC  Transylvania 

3.1 

13.5 

72.1 

11.1 

910.7 

6 

3 

NC  Watauga 

2.8 

21.5 

72.0 

9.5 

649.1 

7 

3 

NC  Wilkes 

3.9 

13.3 

54.1 

11.5 

1,563.2 

7 

3 

NC  Yadkin 

4.5 

12.0 

58.9 

9.3 

1,906.3 

2 

3 

continued 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  (apita 

Income 

$ 

1990 

Per  Capita 

Income 

$ 

1970-1980        1980-1990 

NC  Yancey 

15,400 

18.3 

3.4 

17.2 

5,152 

12,068 

NY  Total 

17,990,700 

-3.7 

2.5 

13.1 

10,293 

22,143 

NY  App.  Part 

1,088,600 

2.5 

0.5 

14.0 

7,921 

15,383 

NY  Allegany 

50,500 

11.4 

-2.3 

13.4 

6,466 

12,590 

NY  Broome 

212,200 

-3.7 

-0.7 

15.0 

9,146 

18,058 

NY  Cattaraugus 

84,200 

5.0 

-1.8 

14.0 

7,064 

13,698 

NY  Chautauqua 

141,900 

-0.3 

-3.4 

15.7 

8,150 

15,197 

NY  Chemung 

95,200 

-3.8 

-2.6 

15.1 

8,420 

15,885 

NY  Chenango 

51,800 

6.5 

5.1 

14.0 

7,286 

14,604 

NY  Cortland 

49,000 

6.6 

0.4 

12.1 

7,243 

14,164 

NY  Delaware 

47,200 

4.7 

0.9 

16.4 

7,118 

14,232 

NY  Otsego 

60,500 

5.2 

2.4 

15.1 

7,188 

15,503 

NY  Schoharie 

31,900 

20.2 

7.4 

14.2 

6,119 

14,273 

NY  Schuyler 

18,700 

6.0 

5.6 

14.2 

7,103 

12,797 

NY  Steuben 

99,100 

-0.5 

-0.1 

14.6 

8,250 

14,768 

NY  Tioga 

52,300 

7.1 

5.0 

10.9 

7,975 

15,272 

NY  Tompkins 

94,100 

13.1 

8.0 

9.0 

7,632 

15,271 

OH  Total 

10,847,100 

1.4 

0.5 

13.0 

9,434 

17,586 

OH  App.  Part 

1,372,800 

11..^ 

-0.2 

13.7 

7,542 

13,442 

OH  Adams 

25,400 

28.6 

4.5 

13.5 

5,351 

10,063 

OH  Athens 

59,500 

2.7 

5.5 

9.8 

5,785 

11,586 

OH  Belmont 

71,100 

2.2 

-13.9 

18.7 

8,862 

14,166 

OH  Brown 

35,000 

19.9 

9.7 

12.8 

7,059 

13,011 

OH  Carroll 

26,500 

19.1 

3.5 

13.7 

7,099 

13,033 

OH  Clermont 

150,200 

34.1 

16.9 

8.7 

8,484 

16,231 

OH  Columbiana 

108,300 

4.9 

-4.7 

14.9 

7,866 

12,597 

OH  Coshocton 

35,400 

7.8 

-1.7 

14.4 

8,275 

13,726 

OH  Gallia 

31,000 

19.4 

3.0 

12.8 

7,347 

12,8.32 

OH  Guernsey 

39,000 

11.7 

-7.1 

14.9 

7,168 

12,841 

OH  Harrison 

16,100 

7.1 

-11.5 

17.3 

7,390 

10,851 

OH  Highland 

35,700 

15.9 

6.6 

15.0 

6,947 

13,255 

OH  Hocking 

25,500 

19.7 

4.9 

13.3 

6,621 

12,334 

OH  Holmes 

32,800 

27.8 

11.6 

10.8 

5,771 

11,016 

OH  Jackson 

30,200 

12.9 

-1.3 

14.0 

6,202 

11,492 

OH  Jefferson 

80,300 

-4.8 

-12.3 

17.2 

9,225 

14.583 

OH  Lawrence 

61,800 

12.3 

-3.1 

13.3 

7,102 

11,841 

OH  Meigs 

23,000 

19.8 

-2.5 

15.0 

6,797 

11,562 

OH  Monroe 

15,500 

10.8 

-10.9 

15.6 

6,887 

13,192 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,» 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAI,  ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

NC  Yancey 

4.7 

18.7 

60.7 

8.0 

3,850.0 

8 

3 

NY  Total 

5.2 

12.7 

74.8 

10.8 

363.7 

NY  App.  Part 

4.7 

12.2 

77.3 

9.3 

697.4 

NY  Allegany 
NY  Broome 

5.9 
4.1 

14.8 
10.5 

76.9 
78.9 

8.2 
11.0 

1,402.8 

7 

3 

499.3 

2 

4 

NY  Cattaraugus 

6.2 

14.0 

74.5 

7.2 

859.2 

4 

3 

NY  Chautauqua 

5.4 

13.8 

74.4 

9.1 

865.2 

4 

3 

NY  Chemung 

4.4 

11.4 

77.2 

8.7 

503.7 

3 

3 

NY  Chenango 

6.1 

11.7 

75.5 

9.2 

1,328.2 

6 

3 

NY  Cortland 

5.5 

12.7 

76.8 

6.0 

1,042.6 

4 

3 

NY  Delaware 

5.3 

12.8 

74.0 

11.2 

1,151.2 

6 

3 

NY  Otsego 

4.0 

13.9 

77.7 

7.8 

305.6 

6 

3 

NY  Schoharie 

5.0 

11.5 

73.7 

9.6 

1,519.0 

6 

3 

NY  Schuyler 

5.7 

11.2 

74.2 

7.3 

984.2 

8 

3 

NY  Steuben 

5.5 

13.5 

75.0 

10.2 

962.1 

4 

3 

NY  Tioga 
NY  Tompkins 

4.4 
2.2 

9.3 
18.9 

80.6 
87.2 

7.6 
11.7 

1,584.8 
635.8 

2 

4 

5 

3 

OH  Total 

5.7 

12.2 

75.7 

10.1 

553.8 

OH  App.  Part 

7.0 

16.9 

69.2 

9.4 

1,357.9 

OH  Adams 

12.0 

28.5 

58.4 

8.3 

1,953.8 

7 

1 

OH  Athens 

5.9 

28.7 

74.6 

8.4 

2,203.7 

4 

3 

OH  Belmont 

5.7 

17.4 

72.3 

9.7 

1,110.9 

3 

3 

OH  Brown 

7.9 

14.2 

64.9 

10.2 

2,187.5 

6 

3 

OH  Carroll 

6.2 

11.7 

71.5 

11.7 

5,300.0 

2 

3 

OH  Clermont 

5.0 

8.7 

72.8 

7.4 

1,877.5 

1 

3 

OH  Columbiana 

5.9 

15.9 

71.8 

9.9 

1,370.9 

4 

3 

OH  Coshocton 

6.5 

13.2 

71.3 

9.6 

1,770.0 

7 

3 

OH  Gallia 

7.7 

22.5 

64.2 

7.4 

484.4 

6 

3 

OH  Guernsey 

8.7 

17.5 

71.4 

9.4 

886.4 

7 

3 

OH  Harrison 

11.1 

19.7 

69.8 

8.6 

1,341.7 

6 

3 

OH  Highland 

8.0 

16.5 

66.5 

6.5 

1,983.3 

7 

3 

OH  Hocking 

9.4 

15.7 

67.8 

12.6 

2,550.0 

6 

3 

OH  Holmes 

4.7 

17.2 

46.9 

8.2 

1,640.0 

7 

3 

OH  Jackson 

8.5 

24.2 

60.9 

8.5 

4,314.3 

7 

2 

OH  Jefferson 

6.1 

17.1 

71.9 

10.5 

912.5 

3 

3 

OH  Lawrence 

6.2 

23.5 

65.9 

10.9 

2,131.0 

2 

3 

OH  Meigs 

7.5 

26.0 

64.0 

11.2 

2,875.0 

6 

2 

OH  Monroe 

10.8 

21.5 

69.4 

5.0 

7,750.0 

6 

3 

continued 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 
%Pop. 

1980 
Per  (apita 

1990 
Per  Capita 

1970-1980        1980-1990 

65  and  Over 

income 
$ 

Income 
S 

OH  Morgan 

14,200 

15.4 

0.0 

15.0 

7,500 

12,978 

OH  Muskingum 

82,100 

7.2 

-1.4 

13.8 

7,963 

14,963 

OH  Noble 

11,300 

8.7 

0.0 

15.1 

6,246 

12,407 

OH  Perry 

31,600 

13.1 

1.9 

12.9 

6,424 

11,688 

OH  Pike 

24,200 

19.4 

6.1 

13.6 

5,939 

12,013 

OH  Ross 

69,300 

6.2 

6.6 

12.4 

7,674 

13,476 

OH  Scioto 

80,300 

10.0 

-5.0 

14.9 

6,630 

12,674 

OH  Tuscarawas 

84,100 

9.7 

-0.6 

14.9 

7,982 

14,958 

OH  Vinton 

11,100 

23.4 

-4.3 

13.7 

5,633 

11,048 

OH  Washington 

62,300 

12.4 

-3.1 

13.6 

7,946 

14,645 

PA  Total 

11,881,700 

0.6 

0.2 

15.4 

9,401 

18,696 

PA  App.  Part 

5,769,400 

1.1 

-3.8 

16.7 

8,759 

16,775 

PA  Allegheny 

1,336,400 

-9.7 

-7.8 

17.4 

10,938 

20,681 

PA  Armstrong 

73,500 

2.9 

-5.5 

17.5 

7,753 

16,738 

PA  Beaver 

186,100 

-2.0 

-9.0 

16.9 

9,126 

15,162 

PA  Bedford 

47,900 

10.6 

2.4 

15.3 

6,373 

12,924 

PA  Blair 

130,500 

0.9 

-4.5 

17.0 

7,563 

14,779 

PA  Bradford 

61,000 

8.4 

-3.0 

14.7 

7,224 

15,246 

PA  ButkT 

152,000 

15.5 

2.8 

13.5 

8,289 

17,251 

PA  Cambria 

163,000 

-1.9 

-11.1 

18.8 

8,221 

14,473 

PA  Cameron 

5,900 

-5.6 

-11.9 

18.6 

8,347 

14,900 

PA  Carbon 

56,800 

5.5 

6.6 

18.5 

8,373 

15,177 

PA  Centre 

123,800 

13.7 

9.8 

9.0 

7,104 

15,476 

PA  Clarion 

41,700 

13.3 

-3.9 

13.9 

7,766 

13,989 

PA  Clearfield 

78,100 

12.2 

-6.6 

16.6 

7,803 

14,415 

PA  Clinton 

37,200 

3.7 

-4.6 

16.0 

7,339 

13,115 

PA  Columbia 

63,200 

12.5 

1.9 

15.8 

7,242 

14,406 

PA  Crawford 

86,200 

9.3 

-3.0 

15.4 

7,499 

14,417 

PA  Elk 

34,900 

1.6 

-8.9 

16.0 

8,388 

16,872 

PA  Erie 

275,600 

6.1 

-1.5 

13.8 

8,750 

16,331 

PA  Fayette 

145,400 

3.0 

-8.8 

17.9 

7,299 

14,051 

PA  Forest 

4,800 

4.1 

-5.9 

20.2 

7,265 

13,115 

PA  Fulton 

13,800 

18.5 

7.8 

13.0 

6,329 

14,393 

PA  Greene 

39,600 

12.5 

-2.2 

16.4 

6,909 

12,645 

PA  Huntingdon 

44,200 

8.2 

4.5 

13.5 

6,498 

12,158 

PA  Indiana 

90,000 

16.1 

-2.5 

13.8 

7,771 

13,841 

PA  Jefferson 

46,100 

10.8 

-4.6 

17.2 

7,752 

14,809 

PA  Juniata 

20,600 

15.0 

7.3 

14.5 

7.677 

14,626 

PA  Lackawanna 

219,000 

-2.6 

-3.9 

19.7 

8,217 

16,963 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,* 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAI,  ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

OH  Morgan 

8.7 

21.2 

71.6 

12.4 

4,733.3 

9 

3 

OH  Muskingum 

8.5 

14.7 

71.1 

9.3 

695.8 

4 

3 

OH  Noble 

8.5 

16.4 

69.9 

10.1 

11,300.0 

8 

3 

OH  Perry 

11.9 

19.1 

68.6 

9.4 

6,320.0 

6 

3 

OH  Pike 

9.7 

26.6 

60.8 

14.4 

1,423.5 

7 

1 

OH  Ross 

8.1 

17.7 

67.6 

11.8 

1,066.2 

4 

3 

OH  Scioto 

8.7 

25.8 

63.8 

9.5 

1,131.0 

4 

2 

OH  Tuscarawas 

6.4 

11.1 

71.9 

9.0 

1,201.4 

4 

3 

OH  Vinton 

9.1 

23.6 

58.7 

12.2 

* 

9 

2 

OH  Washington 

6.0 

13.7 

77.5 

8.2 

1,132.7 

3 

3 

PA  Total 

5.4 

10.8 

74.7 

10.4 

463.9 

PA  App.  Part 

6.2 

12.1 

75.0 

9.6 

548.6 

PA  Allegheny 

4.2 

11.5 

79.0 

11.2 

281.7 

0 

3 

PA  Armstrong 

8.1 

12.8 

71.1 

9.7 

1,289.5 

6 

3 

PA  Beaver 

7.8 

13.1 

74.9 

10.2 

989.9 

1 

3 

PA  Bedford 

9.2 

13.6 

68.5 

9.5 

1,842.3 

6 

3 

PA  Blair 

7.2 

14.1 

75.0 

10.2 

633.5 

3 

3 

PA  Bradford 

5.5 

13.3 

75.7 

7.3 

352.6 

6 

3 

PA  Butler 

5.5 

9.7 

78.6 

9.5 

1,288.1 

4 

3 

PA  Cambria 

7.7 

14.0 

71.2 

8.8 

576.0 

2 

3 

PA  Cameron 

7.7 

11.3 

73.1 

4.2 

1,180.0 

7 

3 

PA  Carbon 

7.8 

9.4 

69.4 

7.2 

1,420.0 

2 

3 

PA  Centre 

5.3 

18.2 

83.6 

8.6 

732.5 

2 

3 

PA  Clarion 

8.9 

18.1 

73.1 

6.5 

4,170.0 

7 

3 

PA  Clearfield 

9.9 

13.9 

70.2 

11.1 

964.2 

6 

3 

PA  Clinton 

9.8 

15.4 

72.5 

10.5 

1,062.9 

6 

3 

PA  Columbia 

6.7 

10.6 

73.1 

8.0 

877.8 

2 

3 

PA  Crawford 

7.1 

15.5 

74.1 

12.1 

990.8 

4 

3 

PA  Elk 

6.3 

9.5 

74.9 

8.1 

943.2 

7 

3 

PA  Erie 

5.5 

12.9 

77.5 

10.8 

613.8 

2 

3 

PA  Fayette 

7.9 

20.9 

67.8 

10.0 

1,182.1 

1 

2 

PA  Forest 

9.1 

11.8 

70.5 

7.7 

4,800.0 

9 

3 

PA  Fulton 

7.5 

12.2 

64.0 

8.6 

4,600.0 

8 

3 

PA  Greene 

9.1 

21.4 

68.0 

12.2 

1,237.5 

6 

3 

PA  Huntingdon 

10.0 

13.4 

71.2 

5.2 

1,133.3 

6 

3 

PA  Indiana 

8.8 

18.7 

74.0 

11.2 

1,058.8 

4 

3 

PA  Jefferson 

7.5 

13.6 

72.6 

7.9 

1,152.5 

7 

3 

PA  Juniata 

10.4 

9.8 

65.2 

10.9 

4,120.0 

8 

3 

PA  Lackawanna 

6.7 

10.7 

73.3 

8.7 

530.3 

2 

3 

c 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

S 

1990 

Per  Capita 

Income 

S 

1970-1980        1980-1990 

PA  Lawrence 

96,200 

-0.3 

-10.3 

18.5 

7,821 

14,774 

I'A  Luzerne 

328,100 

0.2 

-4.4 

19.7 

8,218 

16,405 

PA  Lycoming 

118,700 

4.6 

0.3 

15.1 

8,049 

15,778 

PA  McKean 

47,100 

-2.5 

-6.9 

16.7 

8,418 

14,408 

PA  Mercer 

121,000 

0.9 

-5.7 

17.2 

8,497 

15,177 

PA  Mifflin 

46,200 

3.8 

-1.5 

16.0 

7,115 

13,509 

PA  Monroe 

95.700 

52.9 

37.9 

13.1 

8,220 

17,592 

PA  Montour 

17,700 

1.8 

6.0 

16.5 

7,725 

18,116 

PA 
Northumberland 

96,800 

1.3 

-3.6 

18.9 

7,862 

14,570 

PA  Perry 

41,200 

25.3 

15.4 

11.1 

7,156 

14.941 

PA  Pike 

28,tXX) 

55.1 

53.0 

15.6 

6,946 

19,145 

PA  Potter 

16,700 

8.6 

-5.6 

16.5 

6,399 

13,897 

I'A  Schuylkill 

152,600 

0.4 

-5.0 

20.0 

7,750 

15,853 

PA  Snyder 

36,700 

14.7 

9.2 

12.6 

7,133 

17.610 

PA  Somerset 

78,200 

7.0 

-3.7 

16.9 

7,857 

14,270 

PA  Sullivan 

6,100 

6.8 

-3.2 

20.9 

6,099 

14,335 

PA  Susquehanna 

4(),4()() 

10.5 

6.6 

15.3 

6,296 

13,987 

PA  Tioga 

41,100 

3.3 

n.2 

15.0 

6,967 

12,993 

PA  Union 

36,200 

15.4 

10.0 

12.6 

7,477 

15.297 

PA  Venango 

59,400 

3.4 

-7.8 

15.0 

8,764 

16,267 

PA  Warren 

45,100 

-0.4 

-4.9 

15.6 

8,602 

16,918 

PA  Washington 

204,600 

2.1) 

-5.8 

17.5 

8,872 

16.625 

PA  Wayne 

39,900 

19.3 

13.4 

17.0 

6,942 

16,246 

PA  Westmoreland 

370,300 

4.1 

-5.6 

17.1 

8,991 

17,069 

PA  Wyoming 

28,100 

38.9 

6.4 

12.6 

6,580 

15,503 

SC  Total 

3,487,000 

20.6 

11.7 

11.4 

7,310 

15.191 

SC  App.  Part 

888,100 

20.7 

12,1 

12.5 

7,916 

16.179 

SC  Anderson 

145,200 

26.5 

9.0 

13.6 

7,285 

14.205 

SC  Cherokee 

44,500 

11.4 

8.5 

13.0 

7,332 

14,683 

SC  Greenville 

320,200 

19.7 

11.2 

11.9 

8,654 

17,874 

SC  Oconee 

57,500 

19.4 

18.3 

13.7 

6,927 

15,682 

SC  Pickens 

93,900 

34.6 

18.4 

11.2 

6,721 

14.903 

SC  Spartanburg 

226,800 

16.2 

12.3 

12.7 

8,012 

15.776 

TN  Total 

4,876,900 

17.1 

6.2 

12.7 

7,667 

15.901 

TN  App.  Part 

2,146,800 

19.7 

3.5 

13.7 

7.215 

14.757 

TN  Anderson 

68,300 

11.6 

1.5 

15.4 

9,671 

16,402 

TN  Bledsoe 

9,700 

23.4 

2.1 

12.0 

4,546 

10,367 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 

%  Pop. 

Below 

Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratet 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

1988 

USDA$,  ♦ 

Rural/ 

Urban 

Code 

ARC§,» 

1988 
Distressed 
Counties 

PA  Lawrence 

5.7 

13.9 

73.0 

9.3 

1,249.4 

4 

3 

PA  Luzerne 

7.2 

11.2 

72.0 

8.2 

586.9 

2 

3 

PA  Lycoming 

7.2 

11.5 

74.5 

8.0 

527.6 

2 

3 

PA  McKean 

6.9 

14.9 

75.4 

8.8 

1,121.4 

7 

3 

PA  Mercer 

5.3 

12.8 

75.1 

7.7 

834.5 

3 

3 

PA  Mifflin 

8.2 

13.4 

68.2 

7.8 

783.1 

7 

3 

PA  Monroe 

6.8 

7.3 

78.0 

7.9 

817.9 

2 

4 

PA  Montour 

5.3 

8.5 

75.2 

12.8 

51.6 

6 

4 

PA 
Nortfiumberland 

8.6 

11.6 

68.5 

5.7 

1,257.1 

4 

3 

PA  Perry 

5.8 

7.5 

72.3 

6.6 

4,120.0 

2 

4 

PA  Pike 

5.8 

7.1 

79.2 

7.5 

2,800.0 

8 

4 

PA  Potter 

7.2 

14.9 

73.8 

12.0 

878.9 

7 

3 

PA  Schuylkill 

7.8 

10.7 

68.4 

9.1 

1,082.3 

4 

3 

PA  Snyder 

7.5 

11.0 

64.4 

7.1 

1,595.7 

7 

3 

PA  Somerset 

7.5 

14.3 

68.9 

10.0 

965.4 

2 

3 

PA  Sullivan 

5.5 

18.0 

70.2 

3.3 

6,100.0 

8 

3 

PA  Susquehanna 

7.8 

12.1 

76.0 

8.4 

1,442.9 

8 

3 

PA  Tioga 

7.2 

14.6 

72.9 

7.0 

1,141.7 

6 

3 

PA  Union 

5.5 

10.3 

73.1 

9.1 

635.1 

6 

3 

PA  Venango 

5.9 

15.1 

74.2 

10.9 

667.4 

4 

3 

PA  Warren 

4.9 

9.6 

76.6 

11.5 

850.9 

6 

3 

PA  Washington 

5.5 

12.8 

73.2 

10.0 

905.3 

1 

3 

PA  Wayne 

6.9 

11.3 

74.2 

9.8 

752.8 

6 

3 

PA  Westmoreland 

5.7 

10.7 

77.7 

7.7 

743.6 

1 

3 

PA  Wyoming 

6.6 

11.1 

77.6 

9.0 

1,040.7 

2 

3 

SC  Total 

4.7 

14.8 

68.3 

13.4 

674.5 

SC  App.  Part 

4.3 

11.2 

66.3 

12.7 

666.2 

SC  Anderson 

5.4 

12.0 

64.0 

12.7 

748.5 

3 

3 

SC  Cherokee 

5.7 

14.9 

57.2 

12.3 

1,390.6 

6 

3 

SC  Greenville 

3.6 

10.5 

71.6 

13.3 

517.3 

2 

4 

SC  Oconee 

5.2 

11.4 

63.4 

12.5 

871.2 

6 

3 

SC  Pickens 

4.1 

12.5 

65.4 

9.8 

1,467.2 

2 

4 

SC  Spartanburg 

4.4 

11.8 

63.0 

13.1 

633.5 

2 

3 

TN  Total 

5.2 

15.3 

67.1 

11.3 

547.5 

TN  App.  Part 

5.6 

15.7 

63.9 

9.8 

638.2 

TN  Anderson 

4.5 

14.3 

72.4 

7.8 

529.5 

2 

3 

TN  Bledsoe 

4.7 

19.2 

52.1 

11.3 

3,233.3 

8 

3 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 
%  Pop. 

1980 
Per  Capita 

1990 
Per  Capita 

1970-1980        1980-1990 

65  and  Over 

Income 
$ 

Income 
$ 

TN  Blount 

86,000 

22.3 

10.5 

14.7 

7,690 

15,. 304 

TN  Bradley 

73,700 

33.1 

9.2 

11.1 

7,096 

14,665 

IN  Campbell 

35,100 

34.2 

0.6 

14.7 

5,496 

10,912 

TN  Cannon 

10,500 

21.4 

2.9 

15.2 

6,217 

13,587 

TN  Carter 

51,500 

17.8 

2.6 

15.2 

5,599 

11,390 

TN  Claiborne 

26,100 

26.8 

6.1 

13.0 

5,362 

12,766 

TN  Clay 

7,200 

16.7 

-6.5 

16.3 

4,756 

12,031 

TN  Cocke 

29,100 

13.8 

1.0 

12.9 

5,296 

10,794 

TN  Coffee 

40,300 

17.8 

5.2 

14.0 

7,701 

15,518 

TN  Cumberland 

34,700 

38.6 

20.9 

17.6 

5,407 

12,420 

TN  DeKalb 

14,400 

22.5 

5.9 

15.8 

6,484 

13,018 

TN  Fentress 

14,700 

17.5 

-0.7 

13.4 

4,141 

9,617 

IN  Franklin 

34,700 

17.6 

8.4 

14.4 

6,143 

11,797 

TN  Grainger 

17,10() 

20.0 

1.8 

12.9 

5,022 

10,504 

I"N  Greene 

55,900 

14.5 

2.8 

13.8 

6,246 

13,017 

TN  Grundy 

13,400 

30.2 

-2.9 

14.3 

4,681 

11,020 

TN  Hamblen 

50,500 

27.4 

2.4 

12.0 

6,352 

13,779 

TN  Hamilton 

285,500 

1  VI 

-0.8 

13.4 

8,880 

18,242 

TN  Hancock 

6,700 

3.0 

-2.9 

15.8 

4,046 

8,996 

TN  Hawkins 

44,600 

30.4 

1.8 

13.2 

5,574 

12,061 

TN  Jackson 

9,300 

16.0 

-1.1 

17.2 

4,333 

9,846 

TN  Jefferson 

33,000 

25.7 

5.4 

13.3 

6,399 

13,309 

TN  Johnson 

13,800 

18.1 

0.7 

16.4 

5,793 

9,901 

TN  Knox 

335,700 

15.7 

5.0 

12.7 

8.446 

17,382 

TN  Loudon 

31,300 

17.7 

9.4 

14.5 

7,079 

13,832 

TN  Macon 

15,900 

27.6 

1.3 

14.5 

6,296 

11,601 

TN  Marion 

24,900 

19.0 

2.0 

12.2 

6,493 

12,024 

TN  McMinn 

42,400 

18.4 

1.2 

14.3 

6,463 

13,455 

TN  Meigs 

8,000 

42.3 

8.1 

12.3 

6,077 

11,666 

TN  Monroe 

30,500 

22.1 

6.3 

13.7 

5,014 

11,772 

TN  Morgan 

17,300 

22.1 

4.2 

11.8 

4,344 

10,639 

TN  Overton 

17,600 

18.1 

0.0 

15.4 

4,918 

9,642 

TN  Pickett 

4,500 

18.9 

2.3 

17.2 

3,970 

8,645 

TN  Polk 

13,600 

17.2 

0.0 

14.4 

6,137 

10,979 

TN  Putnam 

51,400 

34.7 

7.8 

13.0 

6,220 

14,550 

TNRhea 

24,300 

41.5 

0.4 

14.3 

7,455 

13,841 

TN  Roane 

47,200 

24.4 

-2.5 

14.9 

5,706 

15,411 

TN  Scott 

18,400 

30.4 

-4.7 

12.0 

5,054 

11,119 

TN  Sequatchie 

8,900 

36.5 

3.5 

12.2 

5,246 

11,197 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,* 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAI,  ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

TN  Blount 

5.3 

12.4 

68.5 

11.1 

728.8 

2 

3 

TN  Bradley 

4.7 

13.8 

64.4 

10.2 

809.9 

4 

3 

TN  Campbell 

10.8 

26.8 

47.5 

11.4 

1,671.4 

6 

1 

TN  Cannon 

7.7 

14.5 

54.6 

5.0 

1,500.0 

8 

2 

TN  Carter 

4.9 

18.0 

57.5 

9.2 

1,661.3 

2 

2 

TN  Claiborne 

6.3 

25.7 

50.8 

12.1 

2,175.0 

6 

2 

TN  Clay 

4.0 

23.0 

48.5 

2.6 

1,440.0 

9 

3 

TN  Cocke 

11.0 

25.3 

50.4 

10.1 

1,940.0 

7 

1 

TN  Coffee 

5.3 

15.2 

65.1 

10.8 

857.4 

5 

3 

TN  Cumberland 

7.7 

18.1 

59.8 

9.8 

867.5 

7 

1 

TN  DeKalb 

6.1 

20.3 

50.3 

6.8 

1,600.0 

6 

3 

TN  Fentress 

9.3 

32.3 

44.9 

8.4 

1,633.3 

9 

1 

TN  Franklin 

4.9 

14.4 

63.5 

8.4 

1,388.0 

7 

2 

TN  Grainger 

6.5 

20.5 

46.3 

5.9 

4,275.0 

2 

1 

TN  Greene 

8.7 

16.9 

58.1 

9.4 

947.5 

6 

3 

TN  Grundy 

9.1 

23.9 

44.7 

8.1 

4,466.7 

8 

1 

TN  Hamblen 

6.0 

13.9 

61.6 

8.4 

952.8 

6 

2 

TN  Hamilton 

4.2 

13.1 

72.5 

11.1 

400.4 

2 

3 

TN  Hancock 

4.8 

40.0 

42.4 

13.1 

2,233.3 

9 

1 

TN  Hawkins 

4.8 

17.9 

58.0 

7.0 

2,347.4 

2 

3 

TN  Jackson 

6.8 

20.0 

45.2 

6.6 

1,860.0 

9 

1 

TN  Jefferson 

6.8 

15.1 

60.5 

3.5 

1,833.3 

2 

2 

TN  Johnson 

7.3 

28.5 

47.2 

8.6 

2,760.0 

8 

1 

TN  Knox 

4.0 

14.1 

74.6 

10.5 

357.5 

2 

3 

TN  Loudon 

5.1 

13.6 

63.8 

5.8 

1,360.9 

6 

3 

TN  Macon 

7.3 

19.3 

49.2 

12.7 

2,650.0 

6 

2 

TN  Marion 

7.0 

19.3 

51.9 

9.6 

1,778.6 

2 

1 

TN  McMinn 

8.1 

17.2 

57.1 

9.1 

1,115.8 

7 

3 

TN  Meigs 

9.4 

22.3 

52.7 

14.5 

8,000.0 

8 

3 

TN  Monroe 

8.1 

17.8 

49.9 

11.5 

2,541.7 

6 

1 

TN  Morgan 

8.9 

20.2 

56.7 

7.1 

8,650.0 

8 

1 

TN  Overton 

9.2 

17.9 

44.1 

8.9 

2,514.3 

7 

1 

TN  Pickett 

7.5 

24.9 

45.8 

0.0 

* 

9 

1 

TN  Polk 

11.8 

18.3 

51.3 

13.2 

1,360.0 

9 

1 

TN  Putnam 

5.4 

16.6 

63.2 

8.7 

815.9 

5 

3 

TNRhea 

7.3 

19.0 

56.0 

13.8 

2,700.0 

6 

3 

TN  Roane 

6.8 

16.0 

66.7 

6.7 

1,815.4 

4 

3 

TN  Scott 

8.9 

27.8 

51.2 

16.5 

2,628.6 

7 

1 

TN  Sequatchie 

5.4 

22.9 

51.4 

0.0 

2,966.7 

2 

2 

continued 


294     The  AppaUichia  LeackrsUip  Initiative  on  Ciincer 

Selected  Characteristics  ofAppalachia  and  Appalachian  Counties  (continued) 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

$ 

1990 

Per  Capita 

Income 

$ 

1970-1980        1980-1990 

TN  Sevier 

51,000 

46.8 

23.2 

12.6 

6,574 

13,577 

TN  Smith 

14,100 

19.2 

-5.4 

15.9 

5,828 

14,726 

TN  Sullivan 

143,600 

13.0 

-0.3 

14.3 

8,474 

15,747 

TN  Unicoi 

16,500 

7.9 

0.6 

17.2 

6,771 

12,683 

TN  Union 

13,700 

28.6 

17.1 

11.0 

5,066 

9,843 

TN  VanBuren 

4,K()0 

27.0 

2.1 

12.3 

3,919 

9,753 

TN  Warren 

33,000 

21.1 

0.9 

14.5 

7,847 

13,222 

TN  Washington 

92,300 

20.2 

3.9 

14.0 

7,515 

15,982 

TN  White 

20,100 

15.3 

2.6 

16.1 

5,339 

12,777 

VATotal 

6,186,800 

15.1 

15.7 

10.7 

9,331 

19,784 

VA  App.  Part 

517,800 

17.2 

-5.8 

14.6 

6,905 

14,098 

VA  Alleghany 

24,800 

l.S 

-12.7 

18.1 

7,783 

14,521 

VA  Bath 

4,800 

13.5 

-18.6 

15.5 

7,119 

18,408 

VA  Bland 

6,500 

16.7 

3.2 

13.7 

5,167 

12,674 

VA  Botetourt 

25,000 

28.0 

7.3 

12.2 

7,999 

17,462 

VA  Buchanan 

31,300 

18.8 

-17.6 

8.7 

7,650 

13,944 

VA  Carroll 

26,600 

18.2 

-2.6 

16.0 

5,290 

12,664 

VA  Craig 

4,400 

11.4 

12.S 

14.0 

6,682 

13,297 

VA  Dickenson 

17,600 

23.8 

-11.1 

12.2 

6,510 

13,530 

VA  Floyd 

12,000 

18.4 

3.4 

16.6 

5,545 

14,618 

VA  Giles 

16,4{K1 

6.6 

-7.9 

16.7 

6,914 

14,503 

VA  Grayson 

22,900 

b.9 

-0.9 

17.7 

6,530 

12,533 

VA  Highland 

2,600 

16.0 

-10.3 

19.6 

6,456 

12,883 

VALee 

24,500 

28.1 

-5.8 

15.6 

5,879 

11,457 

VA  Pulaski 

34,500 

19.3 

-2.0 

14.7 

6,636 

13,386 

VA  Russell 

28,700 

29.8 

-9.7 

12.2 

6,471 

12,975 

VA  Scott 

23,200 

2.9 

-7.6 

16.7 

5,841 

12,024 

VA  Smyth 

32,400 

6.7 

-3.0 

15.1 

5,975 

14,316 

VA  Tazewell 

46,000 

27.2 

-8.9 

13.6 

8,001 

14,606 

VA  Washington 

64,300 

17.8 

-1.8 

15.5 

6,840 

15,265 

VA  Wise 

43,800 

21.8 

-9.9 

13.2 

8,246 

15,505 

VA  Wythe 

25,500 

15.4 

0.0 

15.4 

6,637 

13,770 

WV  Total 

1,793,300 

11.8 

-8.0 

15.0 

7,669 

13,719 

WV  App.  Part 

1,793,300 

11.8 

-8.0 

15.0 

7,669 

13,719 

WV  Barbour 

15,700 

19.4 

-5.4 

16.0 

6,727 

9,735 

WV  Berkeley 

59,300 

28.9 

26.7 

11.8 

7,565 

13,345 

WV  Boone 

25,900 

21.1 

-14.8 

12.6 

7,392 

14,420 

WV  Braxton 

13,000 

9.4 

-6.5 

17.1 

5,368 

12.452 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,* 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAI,  ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

TN  Sevier 

9.4 

13.2 

63.0 

8.8 

2,040.0 

2 

3 

TN  Smith 

6.7 

14.5 

54.2 

6.8 

1,566.7 

6 

3 

TN  Sullivan 

3.6 

13.6 

66.8 

9.3 

403.4 

2 

3 

TN  Unicoi 

7.4 

17.1 

59.6 

10.3 

2,062.5 

2 

3 

TN  Union 

5.6 

21.3 

45.6 

10.6 

13,700.0 

"""""""  2 

2 

TN  VanBuren 

9.3 

19.2 

48.0 

10.2 

4,800.0 

9 

2 

TN  Warren 

8.1 

16.8 

57.0 

11.1 

1,064.5 

7 

3 

TN  Washington 

4.2 

15.5 

68.4 

10.2 

290.3 

2 

3 

TN  White 

9.7 

17.0 

53.2 

8.0 

1,827.3 

7 

2 

VA  Total 

4.3 

9.9 

75.2 

11.0 

534.5 

VA  App,  Part 

7.4 

17.3 

56.4 

9.5 

988.2 

VA  Alleghany 

7.6 

11.9 

66.9 

8.0 

576.7 

7 

3 

VA  Bath 

12.5 

14.2 

67.3 

0.0 

600.0 

9 

3 

VA  Bland 

5.7 

10.0 

62.6 

3.0 

6,500.0 

9 

3 

VA  Botetourt 

3.3 

6.2 

72.9 

8.4 

1,315.8 

3 

5 

VA  Buchanan 

8.5 

21.9 

42.5 

12.6 

1,841.2 

7 

1 

VA  Carroll 

6.5 

14.1 

49.7 

10.0 

633.3 

7 

3 

VA  Craig 

5.8 

9.8 

68.4 

0.0 

4,400.0 

8 

3 

VA  Dickenson 

13.7 

25.9 

47.1 

12.2 

2,933.3 

9 

2 

VA  Floyd 

7.0 

14.0 

60.2 

6.7 

3,000.0 

8 

3 

VA  Giles 

9.4 

12.2 

64.5 

5.2 

1,261.5 

7 

3 

VA  Grayson 

8.2 

16.3 

52.5 

11.0 

4,580.0 

7 

3 

VA  Highland 

6.2 

13.6 

61.8 

6.3 

1,300.0 

9 

3 

VALee 

8.3 

28.7 

48.0 

10.2 

1,531.3 

9 

1 

VA  Pulaski 

9.7 

13.4 

59.6 

9.7 

1,277.8 

7 

3 

VA  Russell 

9.1 

22.5 

50.6 

10.9 

2,207.7 

6 

3 

VA  Scott 

5.5 

20.9 

51.2 

9.2 

4,640.0 

2 

3 

VA  Smyth 

7.7 

16.7 

53.3 

8.7 

736.4 

6 

3 

VA  Tazewell 

6.9 

19.0 

57.3 

9.4 

474.2 

7 

3 

VA  Washington 

5.8 

16.7 

60.5 

9.0 

1,108.6 

2 

3 

VA  Wise 

7.8 

22.1 

52.4 

12.0 

547.5 

7 

3 

VA  Wythe 

7.7 

17.5 

61.8 

7.3 

1,108.7 

7 

3 

WV  Total 

8.3 

19.2 

66.0 

10.2 

628.1 

WV  App.  Part 

8.3 

19.2 

66.0 

10.2 

628.1 

WV  Barbour 

15.7 

28.5 

59.8 

8.0 

1,308.3 

7 

1 

WV  Berkeley 

7.2 

12.0 

68.4 

8.6 

1,022.4 

6 

3 

WV  Boone 

9.0 

27.0 

54.1 

9.3 

2,590.0 

6 

3 

WV  Braxton 

11.9 

25.8 

56.8 

7.5 

2,166.7 

9 

1 

continued 
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Selected  Characteristics  of  Appalachia  and  Appalachian  Counties  (continued) 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 
%  Pop. 

1980 
Per  Capita 

1990 
Per  Capita 

1970-1980        1980-1990 

65  and  Over 

Income 
$ 

Income 

WV  Brooke 

27,000 

5.1 

-13.2 

16.4 

8,401 

13,424 

WV  Cabell 

96,800 

-0.2 

-9.4 

16.4 

8,806 

15,781 

WV  Calhoun 

7,900 

16.9 

-4.8 

15.7 

5,254 

8,952 

WVClay 

10,000 

21.5 

-11.5 

12.8 

4,995 

8,754 

WV  Doddridge 

7,000 

15.6 

-5.4 

16.2 

5,166 

9,948 

WV  Fayette 

48,000 

17.4 

-17,1 

17.1 

6,715 

11,334 

WV  Gilmer 

7,700 

7.8 

-7.2 

16.2 

5,583 

10,141 

WV  Grant 

10,400 

18.6 

2.0 

14.9 

6,192 

13,401 

WV  Greenbrier 

34,700 

17.4 

-8.0 

16.9 

6,540 

13,088 

WV  Hampshire 

16,500 

27.4 

10.7 

13.7 

5,544 

12,345 

WV  Hancock 

35,200 

1.5 

-12.9 

16.0 

10,065 

16,718 

WV  Hardy 

11,000 

13.6 

10.0 

15.3 

5,686 

13,483 

WV  Harrison 

69,400 

6.4 

-10.7 

17.7 

7,989 

14,463 

WV  Jackson 

25,9(K) 

23.4 

0.4 

13.4 

8,002 

11.602 

WV  Jefferson 

35,900 

42.3 

18.5 

11.4 

7,191 

14,293 

WV  Kanawha 

207,600 

0.9 

-10.3 

15.7 

9,858 

17,192 

WV  Lewis 

17,200 

5.6 

-8.5 

16.5 

6,544 

11,644 

WV  Lincoln 

21,4(X) 

25.4 

-9.7 

12.5 

5,211 

9,509 

WV  Logan 

43.0(K) 

9.7 

-15.2 

12.6 

7,479 

13,245 

WV  Marion 

57,200 

7.2 

-13.1 

18.3 

8,201 

14,242 

WV  Marshall 

37,400 

10.9 

-10.1 

15.2 

7,364 

13,184 

WV  Mason 

25,200 

11.6 

-6.7 

14.1 

6,890 

12,166 

WV  McDowell 

35,200 

-1.4 

-29.5 

14.8 

7,221 

10,062 

WV  Mercer 

65,000 

16.9 

-12.0 

16.6 

7,553 

15,067 

WV  Mineral 

26,700 

17.7 

-1.8 

14.7 

6,295 

12,839 

WV  Mingo 

33,700 

13.7 

-9.7 

10.4 

6,880 

12,874 

WV  Monongalia 

75,500 

17.7 

0.7 

10.9 

7,416 

15,178 

WV  Monroe 

12,400 

15.2 

-3.9 

16.9 

5.745 

11,862 

WV  Morgan 

12,100 

25.9 

13.1 

16.9 

6,031 

13,180 

WV  Nicholas 

26,800 

24.9 

-4.6 

13.9 

7,215 

11,856 

WVOhio 

50,900 

-4.2 

-17.1 

18.9 

9,233 

18,181 

WV  Pendleton 

8,100 

12.9 

2.5 

17.2 

4,770 

10,762 

WV  Pleasants 

7,500 

12.3 

-8.5 

14.6 

7,674 

13,081 

WV  Pocahontas 

9,000 

12.5 

-9.1 

18.9 

5,537 

12,849 

WV  Preston 

29,000 

19.6 

-4.9 

14.0 

6,448 

10,234 

WV  Putnam 

42,800 

38.4 

12.0 

11.0 

7,610 

13,831 

WV  Raleigh 

76,800 

23.8 

-11.5 

15.3 

7,763 

13,267 

WV  Randolph 

27,800 

16.7 

-3.1 

15.8 

6,677 

12,302 

WV  Ritchie 

10,200 

11.8 

-10.5 

17.4 

5,987 

11,218 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,* 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAt ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

WV  Brooke 

7.2 

12.1 

71.6 

13.4 

2,700.0 

3 

3 

WV  Cabell 

6.2 

19.1 

71.9 

10.5 

296.9 

2 

3 

WV  Calhoun 

17.5 

32.0 

56.3 

11.6 

1,128.6 

9 

1 

WVClay 

14.5 

39.2 

49.4 

7.4 

5,000.0 

8 

1 

WV  Doddridge 

8.6 

23.0 

64.6 

8.0 

2,333.3 

9 

1 

WV  Fayette 

10.7 

24.4 

57.1 

8.0 

1,090.9 

6 

2 

WV  Gilmer 

8.7 

33.5 

56.6 

17.7 

7,700.0 

9 

1 

WV  Grant 

8.8 

15.5 

60.2 

8.0 

800.0 

9 

1 

WV  Greenbrier 

11.0 

17.9 

63.0 

6.4 

680.4 

7 

3 

WV  Hampshire 

11.4 

18.2 

61.8 

6.0 

2,750.0 

8 

2 

WV  Hancock 

6.4 

11.9 

72.5 

6.7 

748.9 

3 

3 

WV  Hardy 

6.1 

14.6 

55.3 

6.5 

5,500.0 

9 

2 

WV  Harrison 

8.8 

17.4 

70.6 

13.7 

568.9 

5 

3 

WV  Jackson 

10.9 

20.0 

65.4 

8.0 

1,850.0 

6 

3 

WV  Jefferson 

5.4 

10.6 

68.2 

12.7 

1,495.8 

6 

3 

WV  Kanawha 

6.0 

15.3 

72.4 

8.6 

386.6 

2 

3 

WV  Lewis 

10.7 

23.7 

62.1 

14.4 

1,146.7 

7 

2 

WV  Lincoln 

12.7 

33.8 

49.1 

12.0 

5,350.0 

8 

1 

WV  Logan 

11.1 

27.7 

53.4 

7.6 

754.4 

7 

2 

WV  Marion 

8.6 

19.0 

71.4 

11.7 

969.5 

5 

3 

WV  Marshall 

7.9 

16.0 

70.9 

6.4 

1,335.7 

3 

3 

WV  Mason 

9.6 

22.1 

61.1 

12.4 

1,008.0 

6 

3 

WV  McDowell 

15.7 

37.7 

42.3 

13.5 

1,760.0 

7 

1 

WV  Mercer 

8.0 

20.4 

63.1 

13.3 

503.9 

5 

3 

WV  Mineral 

5.5 

14.8 

72.8 

10.0 

2,053.8 

3 

3 

WV  Mingo 

9.3 

30.9 

50.4 

13.6 

962.9 

7 

1 

WV  Monongalia 

3.7 

20.6 

75.4 

9.1 

170.0 

5 

3 

WV  Monroe 

7.1 

21.0 

62.1 

15.3 

1,771.4 

9 

2 

WV  Morgan 

6.6 

11.0 

64.8 

9.4 

2,016.7 

8 

3 

WV  Nicholas 

13.8 

24.4 

61.2 

10.5 

1,488.9 

7 

2 

WVOhio 

5.2 

15.0 

75.1 

12.4 

217.5 

3 

3 

WV  Pendleton 

5.2 

17.0 

60.6 

12.5 

2,025.0 

9 

3 

WV  Pleasants 

13.1 

19.4 

68.7 

16.1 

1,071.4 

8 

3 

WV  Pocahontas 

12.3 

21.2 

60.6 

8.7 

4,500.0 

9 

3 

WV  Preston 

8.1 

18.9 

62.7 

14.3 

1,526.3 

7 

1 

WV  Putnam 

7.9 

12.0 

73.8 

9.2 

1,945.5 

2 

3 

WV  Raleigh 

9.1 

19.9 

63.2 

8.1 

486.1 

5 

3 

WV  Randolph 

14.2 

21.9 

65.9 

13.7 

695.0 

7 

2 

WV  Ritchie 

12.4 

26.0 

61.5 

11.4 

10,200.0 

8 

2 

continued 
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Selected  Characteristics  of  Appalachia  ami  Appalachian  Counties  (continued) 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%Pop. 

65  and  Over 

1980 

Per  (apita 

Income 

$ 

1990 

Per  (apita 

Income 

S 

1970-1980 

1980-1990 

WV  Roane 

15,100 

13.5 

-5.6 

15.5 

5,823 

9,944 

WV  Summers 

14,200 

20.5 

-10.7 

17.5 

5,670 

9,091 

WV  Taylor 

15,100 

19.4 

-9.0 

16.2 

6,020 

10,182 

WV  Tucker 

7,700 

17.6 

-11.5 

16.8 

5,623 

12,036 

WV  Tyler 

9,800 

14.1 

-13.3 

15.4 

6,601 

12,749 

WV  Upshur 

22,900 

U.2 

-2.1 

14.7 

6,835 

10,743 

WV  Wayne 

41,600 

22.3 

-9.6 

13.7 

6,560 

11,840 

WV  Webster 

10,700 

24.5 

-12.3 

15.5 

4,919 

9,608 

WV  Wetzel 

19,:iO() 

7.9 

-11.9 

14.8 

7,789 

13,494 

WV  Wirt 

5,200 

19.5 

6.1 

14.3 

6,419 

8,421 

WV  Wood 

86,900 

8.0 

-7.2 

14.8 

8,673 

15,618 

WV  Wyoming 

29,000 

19.6 

-19.4 

10.9 

6,460 

10,159 
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Summary 

1990 

1989 

1990 

5-Year 

1990 

1988 

ARC§,* 

Level 

% 

%  Pop. 

%  Pop. 

Infant 

Pop.  per 

USDAI,  ♦ 

1988 

Workforce 

Below 

25  and  Over 

Mortality 

Patient-Care 

Rural/ 

Distressed 

Unemployed 

Poverty 

with  H.S. 
Diploma 

Ratet 
1984-1988 

Doctor 

Urban 
Code 

Counties 

WV  Roane 

16.1 

28.1 

57.2 

9.3 

1,372.7 

6 

2 

WV  Summers 

11.0 

24.5 

58.0 

6.6 

1,290.9 

7 

1 

WV  Taylor 

10.4 

22.9 

66.0 

5.9 

3,020.0 

7 

3 

WV  Tucker 

11.4 

17.0 

64.0 

11.4 

1,100.0 

9 

2 

WV  Tyler 

8.7 

18.3 

68.7 

6.3 

4,900.0 

9 

3 

WV  Upshur 

11.4 

21.2 

64.3 

8.2 

954.2 

7 

2 

WV  Wayne 

8.4 

21.8 

63.1 

8.9 

6,933.3 

2 

1 

WV  Webster 

19.2 

34.8 

46.5 

13.4 

2,675.0 

9 

1 

WV  Wetzel 

9.1 

20.5 

70.1 

9.5 

1,484.6 

6 

3 

WV  Wirt 

15.4 

22.0 

66.2 

10.8 

* 

8 

2 

WVWood 

7.4 

14.1 

73.2 

10.9 

730.3 

3 

3 

WV  Wyoming 

12.9 

27.9 

53.0 

10.9 

2,636.4 

7 

1 

*No  patient  care  doctor  in  county. 

t  Number  of  infant  deaths  per  1,000  live  births.  This  5-year  infant  mortality  rate  was  computed: 

sum  of  infant  deaths  (1984-1988)/sum  of  live  births  (1984-1988)  x  1,000.  An  infant  death  is  defined  as 

the  death  of  a  child  less  than  one  year  old. 

tSee  Appendix  F  for  definitions  of  USDA  Rural/Urban  Continuum  Codes. 

§  Distressed  county  ranks:  1  -  severely  distressed,  2  =  distressed,  3  =  middle,  4  =  strong,  and  5  =  very  strong. 

♦  County  ranks  do  not  apply  to  state  totals  or  areas  other  than  single  counties. 

Source:  Rural  Health  Research  Program,  Cecil  G.  Sheps  Center  for  Health  Services  Research,  University  of  North  Carolina 
at  Chapel  Hill,  NC. 


Data  Source:  Health  Resources  and  Services  Administration,  September  1993  Area  Resource  File,  with  additional 
information  on  the  economic  status  of  Appalachian  counties  from  the  Appalachian  Regional  Commission,  "Distressed 
County  Data  for  Appalachian  Counties,"  August  25,  1992. 
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Appendix  B 


Selected  Characteristics  of  Urban  and  Rural  Appalachian  Counties 


Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

$ 

1990 

Per  Capita 

Income 

$ 

1970-1980 

1980-1990 

Total 
United  States 

248,799,500 

11.5 

9.8 

12.6 

9,526 

18,746 

Urban  United  States 

212,221,300 

11.0 

11.1 

12.1 

9,955 

19,538 

Rural  United  States 

36,578,200 

14.2 

2.7 

15.3 

7,224 

14.154 

Total  Appalachia 

20,701,400 

11.1 

1.6 

14.3 

7,790 

15,331 

Urban  Appalachia 

14,094,800 

8.6 

1.8 

\-\..\ 

8,374 

16,387 

Urban  Northern 

7,634,000 

1.8 

-3.9 

16.0 

8,726 

16,383 

Urban  Central 

483,900 

18.1 

-3.6 

14.1 

7,614 

14,332 

Urban  Southern 

5,976,900 

19.4 

10.8 

12.2 

7,925 

16.558 

Rural  Appalachia 

6,606,600 

17.0 

1..-5 

14.3 

6,552 

13,077 

Rural  Northern 

2,283,800 

12.6 

-0.3 

14.9 

7,012 

13,510 

Rural  Central 

1,531,300 

22.5 

-5.1 

13.1 

6,071 

11,677 

Rural  Southern 

2,791,500 

17.7 

6.5 

14.4 

6,446 

13,491 

AL  App.  Part 

2,529,600 

1-5.8 

4.1 

13.0 

7,696 

15,636 

AL  Urban 

2,023,200 

13.0 

4.3 

12.7 

8,076 

16,288 

AL  Rural 

506,400 

17.0 

3.3 

14.4 

6,191 

13,029 

GA  App.  Part 

1,508,000 

35.8 

36.6 

9.7 

7,127 

16,420 

GA  Urban 

948,400 

47.7 

47.5 

8.1 

7,342 

17,619 

GA  Rural 

559,600 

22.1 

21.4 

12.3 

6,827 

14,389 

KY  App.  3Part 

1,045,300 

23.1 

-2.9 

12.5 

6,086 

11,759 

KY  Urban 

199,200 

17.1 

-1.1 

12.4 

7,428 

14,029 

KY  Rural 

846,100 

24.6 

-3.4 

12.6 

5,777 

11,225 

MD  App.  Part 

224,400 

5.2 

2.0 

15.4 

7,824 

15,405 

MD  Urban 

196,300 

3.1 

1.4 

15.6 

8,024 

15,717 

MD  Rural 

28,100 

23.8 

6.0 

13.8 

6,363 

13,226 

MS  App.  Part 

510,600 

15.0 

2.5 

13.3 

6,241 

12,241 

MS  Urban 

124,900 

19.5 

9.2 

10.9 

7,559 

14,358 

MS  Rural 

385,700 

13.7 

0.5 

14.1 

5,848 

11,555 

NY  App.  Part 

1,088,600 

2.5 

0.5 

14.0 

7.921 

15,383 

NY  Urban 

828,000 

0.9 

-0.1 

13.9 

8,226 

15,758 

NY  Rural 

260,600 

8.2 

2.5 

14.6 

6,929 

14,195 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 

Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratet 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

Total 
United  States 

5.5 

12.8 

75.2 

10.4 

516.4 

Urban  United  States 

5.4 

12.1 

76.6 

10.4 

467.2 

Rural  United  States 

6.6 

17.0 

67.1 

10.3 

1,330.0 

Total  Appalachia 

6.2 

14.8 

68.4 

10.4 

680.8 

Urban  Appalachia 

5.6 

13.0 

72.2 

10.3 

572.1 

Urban  Northern 

5.9 

12.9 

74.7 

9.7 

566.4 

Urban  Central 

6.6 

18.1 

64.4 

9.8 

683.5 

Urban  Southern 

5.1 

12.7 

69.7 

11.1 

572.0 

Rural  Appalachia 

7.6 

18.7 

60.0 

10.6 

1,144.6 

Rural  Northern 

8.2 

16.0 

68.5 

9.4 

967.7 

Rural  Central 

8.4 

27.6 

49.7 

11.1 

1,257.2 

Rural  Southern 

6.9 

16.1 

58.5 

11.4 

1,272.3 

AL  App.  Part 

6.5 

15.5 

67.1 

12.2 

625.5 

AL  Urban 

6.1 

14.9 

70.0 

12.0 

535.0 

AL  Rural 

8.1 

17.7 

55.5 

13.0 

1,932.8 

GA  App.  Part 

5.6 

9.8 

67.5 

10.2 

1,242.2 

GA  Urban 

5.0 

7.9 

72.9 

9.4 

1,254.5 

GA  Rural 

6.6 

13.1 

58.5 

11.6 

1,221.8 

KY  App.  Part 

7.7 

28.4 

51.5 

11.2 

1,183.8 

KY  Urban 

6.6 

18.6 

64.3 

10.2 

889.3 

KY  Rural 

8.0 

30.7 

48.4 

11.4 

1,283.9 

MD  App.  Part 

7.6 

11.8 

69.7 

9.8 

688.3 

MD  Urban 

7.4 

11.4 

69.9 

9.1 

645.7 

MD  Rural 

8.9 

14.4 

68.4 

14.4 

1,277.3 

MS  App.  Part 

8.2 

22.0 

59.3 

12.8 

1,179.2 

MS  Urban 

6.4 

18.2 

68.4 

12.8 

589.2 

MS  Rural 

8.8 

23.2 

56.3 

12.7 

1,745.2 

NY  App.  Part 

4.7 

12.2 

77.3 

9.3 

697.4 

NY  Urban 

4.5 

12.2 

77.8 

9.4 

686.0 

NY  Rural 

5.2 

12.1 

75.6 

9.0 

736.2 

continued 
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Summary 
Level 

1990  Census 
Population 

%  Change  Pop. 

1990 

%  Pop. 

65  and  Over 

1980 

Per  Capita 

Income 

J 

1990 

Per  Capita 

Income 

$ 

1970-1980        1980-1990 

NC  App.  Part 

1,306,700 

17.4 

7.3 

14.0 

7,596 

16,165 

NC  Urban 

639,5(X) 

16.2 

8.7 

13.5 

8,440 

18,049 

NC  Rural 

667,200 

18.6 

6.0 

16.2 

6,807 

14,358 

OH  App.  Part 

1,372,800 

11.3 

-0.2 

13.7 

7,542 

13,442 

OH  Urban 

935,800 

9.2 

-0.8 

13.6 

7,890 

14,001 

OH  Rural 

437,0(X) 

16.2 

1.1 

13.9 

6,783 

12,245 

PA  App.  Part 

5,769,400 

1.1 

-3.8 

16.7 

8,759 

16,775 

PA  Urban 

4,818,900 

-0.1 

-4.4 

16.9 

9,014 

17,151 

PA  Rural 

950,500 

K.3 

-0.1 

15.6 

7,407 

14,871 

SC  App.  Part 

888,100 

20.7 

12.1 

12.5 

7,916 

16,179 

SC  Urban 

786,100 

21.4 

11.9 

12.3 

8,016 

16,291 

SC  Rural 

102,  (XX) 

15.6 

13.8 

13.4 

7,1.32 

15,315 

TN  App.  Part 

2,146,800 

19.7 

3.5 

13.7 

7,215 

14,757 

TN  Urban 

1,485,200 

18.6 

3.7 

13.5 

7,828 

15,898 

TN  Rural 

661,600 

22.4 

3.0 

14.3 

5,849 

12,196 

VA  App.  Part 

517,800 

17.2 

-5.8 

14.6 

6,905 

14,098 

VA  Urban 

112,500 

16.0 

-1.2 

15.0 

6.880 

15,083 

VA  Rural 

405, 3(K) 

17.5 

-7.0 

14.4 

6,911 

13,825 

WV  App.  Part 

1,793,300 

11.8 

-8.0 

15.0 

7,669 

13,719 

WV  Urban 

996,800 

8.2 

-9.1 

15.5 

8,467 

15,228 

WV  Rural 

796,500 

16.9 

-6.6 

14.4 

6,642 

11,8.30 
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Summary 
Level 

1990 

% 

Workforce 

Unemployed 

1989 
%  Pop. 

Below 
Poverty 

1990 

%  Pop. 

25  and  Over 

with  H.S. 

Diploma 

5-Year 
Infant 

Mortality 
Ratef 

1984-1988 

1990 

Pop.  per 

Patient-Care 

Doctor 

NC  App.  Part 

4.3 

12.1 

67.1 

10.8 

557.9 

NC  Urban 
NC  Rural 

3.8 

4.7 

10.3 
13.8 

71.8 

10.9 

386.2 
972.6 

62.5 

10.7 

OH  App.  Part 

7.0 

16.9 

69.2 

9.4 

1,357.9 

OH  Urban 

6.4 

15.8 

71.1 

9.3 

1,246.1 

OH  Rural 

8.4 

19.3 

65.0 

9.4 

1,680.8 

PA  App.  Part 

6.2 

12.1 

75.0 

9.6 

548.6 

PA  Urban 

5.9 

12.0 

75.5 

9.7 

521.0 

PA  Rural 

7.7 

12.7 

72.1 

8.9 

749.6 

SC  App.  Part 

4.3 

11.2 

66.3 

12.7 

666.2 

SC  Urban 

4.2 

11.0 

67.0 

12.8 

636.5 

SC  Rural 

5.4 

12.8 

60.8 

12.4 

1,040.8 

TN  App.  Part 

5.6 

15.7 

63.9 

9.8 

638.2 

TN  Urban 

4.7 

14.2 

68.1 

9.8 

508.1 

TN  Rural 

7.7 

19.2 

54.3 

9.7 

1,500.2 

VA  App.  Part 

7.4 

17.3 

56.4 

9.5 

988.2 

VA  Urban 

5.1 

14.8 

61.3 

8.9 

1,372.0 

VA  Rural 

8.1 

18.0 

55.0 

9.6 

917.0 

WV  App.  Part 

8.3 

19.2 

66.0 

10.2 

628.1 

WV  Urban 

6.8 

16.5 

70.9 

10.1 

442.2 

WV  Rural 

10.4 

22.6 

59.7 

10.3 

1,325.3 

*See  Appendix  F  for  definition  of  urban  and  rural  counties. 

t Number  of  infant  deaths  per  1,000  infant  births.  This  5-year  infant  mortality  rate  was  computed: 
sum  of  infant  deaths  (1984-1988)/sum  of  live  births  (1984-1988)  x  1,000.  An  infant  death  is  definec 
of  a  child  less  than  one  year  old. 

1  as  the  death 

Source:  Rural  Health  Research  Program,  Cecil  G.  Sheps  Center  for  Health  Services  Research,  University  of  North 
Carolina  at  Chapel  Hill,  North  Carolina. 

Data  Source:  Health  Resources  and  Services  Administration,  September  1993  Area  Resource  File,  with  additional 
information  on  the  economic  status  of  Appalachian  counties  from  the  Appalachian  Regional  Commission, 
"Distressed  County  Data  for  Appalachian  Counties,"  August  25,  1992. 
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Appendix  C 


Monograph  Development  and  Program  Implementation 


Richard  A.  Coiito 


This  monograph  developed  as  an  integral 
part  of  the  Appalachia  Leadership 
Initiative  on  Cancer  (ALIC)  program, 
rather  than  as  separate  research,  and  as  a 
means  of  improving  the  prospects  of  ALlC's 
successful  implementation.  The  editors 
intended  the  monograph  as  a  step  from  the 
National  Cancer  Institute's  (NCI)  concept 
paper  for  the  ALIC  program  and  the  original 
project  proposals  to  the  planning  and  initial 
implementation  of  the  ALIC  projects.  This 
appendix  recounts  the  efforts  to  meld  the 
evolution  of  the  monograph  with  the  plan- 
ning and  implementation  of  ALIC. 

Purpose 

Despite  the  rapid  growth  of  policy  "think 
tanks"  and  the  increasing  attention  to  public 
policy  in  the  past  20  years,  one  central  issue 
remains  troubling  for  policy  analysts:  The 
intended  outcomes  of  public  policies  and 
programs  often  are  not  achieved.  In 
Implementation:  How  Great  Expectations  in 
Washington  Are  Dashed  in  Oal<land;  or  Why  It's 
Amazing  That  Federal  Programs  Work  at  All..., 
the  authors  explain  the  gap  between  policy 
intentions  and  program  outcomes  in  terms 
of  implementation.  They  describe  implemen- 
tation as  actions  that  start  with  initial  condi- 
tions and  infer  a  causal  chain  that  links 
actions  to  change  among  those  initial  con- 
ditions. The  longer  the  chain  of  causality, 
the  more  complex  the  linkages  in  the  chain 


and  implementation  (Pressman  and 
Wildavsky  1973). 

In  the  20  years  since  Pressman  and 
Wildavsky's  study,  implementation  and  its 
complexity  have  received  even  more  atten- 
tion. One  analyst  has  characterized  imple- 
mentation as  the  missing  link  in  policy 
analysis  (Hargrove  1976).  Others  have  iden- 
tified the  ramifications  of  using  different 
actors  to  implement  public  programs  (Chase 
1979;  Salamon  1981).  There  is  now  much 
more  information  on  processes,  institutional 
roles,  and  actions  that  are  relevant  to  imple- 
mentation, but  still  missing  are  the  linkages 
between  these  elements  of  a  program  and 
outcomes  (Salamon  1989). 

To  ensure  that  this  monograph  fulfilled 
our  "great  expectations,"  the  contributors 
identified  program  components  and  devel- 
oped the  monograph  around  them.  Also 
involved  in  the  monograph's  development 
were  the  people  responsible  for  implement- 
ing ALIC.  Finally,  we  facilitated  discussion 
among  the  contributors,  projects'  staffs, 
NCI  staff,  and  editors  to  achieve  a  synergism 
of  ideas  and  opinions.  These  methods  flow 
directly  from  several  critiques  of  the  role  of 
social  science  in  social  problemsolving  as 
well  as  from  concerns  about  program  imple- 
mentation. These  critiques  support  and  sug- 
gest alternative  methodologies  such  as 
action  research  and  participatory  research 
(Argyris  et  al.  1985;  Lincoln  and  Cuba  1985; 
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Lindbloom  1990;  Lindblooiii  aiKt  ( oheii 
1979;  Couto  1987),  vvliich  has  a  rich  historx  in 
the  Appalachian  region.  The  methods  of  the 
Highlander  Center  have  institutionalized  par- 
ticipatory research  (Horton  and  Ireire  199U; 
Glenn  1988)  and  continue  it  (Merrifield  1989; 
Beaver  1983;  Greider  1992).  As  editors,  we 
attempted  to  combine  the  scattered  informa- 
tion of  numerous  professionals  and  academic 
researchers  with  the  practical  task  of  project 
staff  to  achieve  the  goals  and  objectives 
of  ALIC.  At  the  very  least,  these  methods 
are  intended  to  ensure  the  relevancy  of  this 
monograph  to  the  program.  \t  most,  tliey 
improve  the  monograph  and  the  program 
by  engaging  those  responsible  for  each  part 
in  discussion  with  each  other. 

The  monograph  had  a  fast-tratk  timeframe 
for  development.  I  he  tirsi  work  session  was 
held  May  13,  1992;  initial  planning  coiu  Kuled 
at  the  end  of  the  summer,  just  before  the  four 
ALIC  project  awards  were  made;  and  the 
monograph  was  published  in  September  1994. 
The  early  projection  for  monograph  comple- 
tion In  July  1993  pro\ecl  to  be  too  ambitious. 
We  took  the  additional  time  to  develop  the 
potential  of  a  monograph  that  evolved  in 
discussion  to  exceed  our  initial  expectations. 

For  this  monograph  to  serve  as  an  integral 
part  of  ALIC  and  not  just  as  an  isolated  publi- 
cation effort,  we  envisioned  it  as  a  useful  tool 
for  project  staff  that  also  could  be  easily  mar- 
keted by  the  program  director  in  Washington 
to  project  implementors.  We  wanted  a  mono- 
graph that  the  project  staff  could  use  to 
explain  ALIC  to  coalition  members,  key 
decision  makers,  media  representatives,  and 
other  actors  in  the  program.  To  be  useful,  the 
monograph  had  to  provide  them  with  valu- 
able information  on  Appalachia,  its  health 
care  needs,  and  the  principles  of  good  practice 
in  ALIC's  program  features.  Thus,  the  mono- 
graph's primary  purpose  is  seen  as  the  provi- 
sion of  background  material  to  prospective 
coalition  members  within  the  ALIC-funded 
projects  to  make  them  better  informed  and 


more  effective  participants  and  leaders,  with 
special  emphasis  on  information  on  the  chain 
of  causality  from  cancer  incidence  and  risk  to 
cancer  prevention  and  control  through  com- 
munity-based interxentions  in  Appalachia. 
The  monograph  also  is  intended  to  serve  as 
common  ground  whereby  project  coalition 
members  with  diverse  perspectives  can  discuss 
their  differences  about  the  vital  elements  of 
ALIC  in  a  common  language. 

To  ensure  its  utilits',  the  monograph's  devel- 
opment became  part  of  the  first-year  planning 
of  each  ALU    project.  By  asking  representatives 
of  each  project  to  de\  eloj)  a  portion  of  the 
monograph,  the  editors  created  a  transition 
from  the  project's  proposal  to  planning  in 
the  first  program  year.  Staff  members  from 
each  project  also  participated  in  discussing  all 
aspects  of  the  monograph  and  each  draft  of  all 
the  chapters.  In  designing  this  monograph  to 
deal  with  \l  !(    in  a  prospective  manner,  the 
editors  hoped  to  establish  a  baseline  that 
would  la\  the  groundwork  for  a  revision  and 
an  additional,  retrospective  monograph  after 
hve  years  of  program  experience.  To  serve  as  a 
baseline,  the  monograph  would  have  to  incor- 
porate the  most  recent  research  on  pertinent 
topics.  The  5-year  retrospective  version  would 
then  more  effectively  illustrate  lessons  learned 
from  the  ALIC  program. 

This  monograph  also  has  a  broader 
purpose — to  illustrate  a  process  that  unites 
monograph  development  and  program- 
related  research  to  program  planning,  imple- 
mentation, and  evaluation.  .Although  the 
monograph  deals  with  .Appalachia  and 
cancer,  its  content  and  development  process 
illustrate  generic  lessons  for  other  policies 
and  programs,  regardless  of  region  and  issue. 

Methods 

Initially,  the  editors  proposed  several 
steps  for  integrating  the  monograph  into 
the  .ALIC  program. 

►  Use  material  from  the  .ALIC  projects' 
applications  in  chapters  of  the  monograph. 
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►  Use  project  staff  members  as  contributors 
to  the  monograph  and  as  reviewers  of  the 
work  of  other  contributors,  editors,  and  peer 
reviewers  via  day-long  work  sessions. 

►  Plan  and  write  the  monograph  during 
the  planning  year  of  the  projects  to  inform 
the  planning  process  of  all  the  projects  and  to 
ensure  that  monograph  development  became 
part  of  each  project's  first  year  of  activity. 

►  Assemble  state-of-the-art  information 
relevant  to  the  multiple  facets  of  the  ALIC 
projects  so  that  the  monograph  could  serve 
as  a  baseline  for  ALIC  and  a  prospective 
statement  of  the  need,  the  program,  and 
its  prospects  and  problems. 

To  accomplish  these  steps  in  the  available 
time,  we  identified  the  following  criteria  in 
a  morning  work  session  on  May  13,  1992: 

►  Include  the  NCI  concept  paper  that 
explained  the  program  and  its  background 
to  ALIC. 

►  Ensure  that  the  monograph  has  an  imme- 
diate link  to  the  ALIC  projects  by  revising  por- 
tions of  the  successful  applications  and  incor- 
porating them  as  chapters  describing  the  indi- 
vidual ALIC  projects. 

►  Include  the  best  and  most  current  infor- 
mation on  community-based  health  interven- 
tions. This  included  several  other  NCI  coali- 
tion efforts  that  had  not  yet  been  compared 
and  analyzed  and  other  NCI  leadership 
initiatives. 

►  Identify  principles  of  effective  practice 
germane  to  ALIC. 

►  Review  specific  organizing  and  coalition 
efforts  that  involved  residents  of  Appalachia 
and  cancer  patients. 

►  Establish  other  relevant  contexts  and 
resources  for  ALIC,  including  other  health 
promotion  efforts  such  as  the  Healthy  People 
2000  program  (U.S.  Department  of  Health 
and  Human  Services  1991). 

►  Report  lessons  already  learned  about 
the  links  between  cancer  and  socioeconomic 
status. 


►  Portray  a  complex  and  dynamic  region 
in  terms  of  its  political  economy,  health 
care  needs  and  services,  and  community 
organizing  and  citizens'  efforts. 

►  Incorporate  the  key  institutional  actors 
for  implementing  this  program  (including 
the  Appalachian  Regional  Commission, 
foundations,  and  various  NCI  branches)  and 
develop  roles  for  them  to  play  in  preparing 
this  monograph. 

We  distributed  information  about  the  task 
and  brought  together  all  the  contributors  and 
key  players  at  meetings  with  project  staff  (as 
soon  as  the  four  ALIC  awards  were  made). 
Our  assemblage  included  some  people  who 
knew  a  lot  about  Appalachia,  some  who  knew 
a  lot  about  NCI,  some  who  approached  cancer 
from  a  social  science  viewpoint  and  some 
from  a  medical  science  viewpoint,  and  others 
with  a  variety  of  often-conflicting  perspec- 
tives. This  diversity  supplied  a  vital  mix  that 
we  hoped  we  could  contain  within  the  covers 
of  the  monograph.  Our  monograph  discus- 
sions provided  an  energetic  exchange  of 
perspectives  and  stimulated  contributors 
to  respond  to  diverse  views  and  to  the  need 
of  the  projects  for  relevance. 

Activities 

At  the  first  meeting  on  October  29,  1992, 
participants  discussed  the  monograph  outline 
and  the  contributors'  chapter  outlines  and 
drafts.  This  meeting  shaped  the  direction  of 
each  chapter  and  the  range  of  its  discussion 
by  giving  each  contributor  an  idea  of  the 
rough  fit  of  the  individual  chapter  within 
the  monograph.  By  this  time,  plans  for  the 
monograph  had  changed  considerably.  Some 
intended  contributors  were  unwilling  or 
unable  to  work  on  the  monograph.  We  had 
to  seek  out  other  contributors  who  were  at  an 
initial  disadvantage  because  they  were  invited 
to  participate  too  late  to  prepare  and  submit 
material  for  the  meeting.  Nonetheless,  a  rea- 
sonable facsimile  of  the  intended  monograph 
outline  emerged  from  the  October  meeting. 
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The  anticipated  different  perspectives  of  the 
participants  ensured  a  vigorous  exchange  and 
led  to  an  examination  of  conflicting  expecta- 
tions for  the  monograph.  Time  and  budgetary 
restraints  limited  what  could  be  established. 
With  insufficient  time  to  generate  new 
hard  evidence  for  prevention  strategies  in 
Appalachia,  we  determined  to  conduct  special 
computer  analyses  of  previously  unreported 
data  that  were  easily  available,  report  data 
we  could  find  or  .generate  easily,  and  report 
some  data  that  were  not  readily  available 
only  if  they  were  absolutely  necessary  for  iIk' 
projects.  We  decided  not  to  produce  d  how-to 
book  on  creating  comiiuniit\ -based,  cancer 
prevention  and  control  coalitions;  instead, 
we  accommodated  this  nv^.'<A  b\  adding 
Appendix  D,  Resources. 

The  October  meeting  stinuiKitecl  reactions 
to  approaches  to  ehcUi,i;e  in  thr  \p|i.iLK  hum 
region.  Contributors  and  project  stalls  con- 
trasted change  efforts  initiated  by  public  agen- 
cies and  university-related  programs  with 
those  initiated  by  local  residents  in  response 
to  their  articulated  and  perceived  needs.  A 
recurring  e.xaiuple  ol  this  contrast  was  the  gap 
between  the  plethora  of  grassroots  organizing 
efforts  around  enxironmental  issues  and  the 
lack  of  official  action  because  epidemiological 
evidence  was  insufhcient  to  proceed  in  a  can- 
cer prevention  and  control  program.  This  gap 
was  symptomatic  ol  a  tension  within  the 
group  that  combined  federal  agency  staff, 
institutional  agents,  and  academic  researchers. 
Each  group  member  had  a  different  stream  of 
information  and  line  of  accountability.  Some 
were  or  felt  accountable,  in  different  degrees, 
to  NCI,  other  federal  agencies,  breast  cancer 
coalitions,  organized  groups  in  Appalachia, 
academic  disciplines,  medical  care  innoxators, 
host  institutions,  and  many  others. 

Without  resolving  all  differences,  partici- 
pants in  the  October  meeting  found  common 
ground  on  which  to  proceed.  The  monograph 
would  deal  with  cancer  prevention  and 
control,  empowerment,  culture  and  its  role 


in  .Appalachian  change  efforts,  and  a  set 
of  institutional  actors  within  \pj)alachia. 
Contributors  agreed  to  express  ideas  in  a 
common  language,  identify  differences, 
and  acknowledge  areas  where  imjiortant 
intormation  was  lacking. 

At  the  second  meeting,  on  March  1,  1993, 
most  members  ot  the  first  grouji  met  tigain 
to  discuss  second  drafts,  revisions,  and  work 
based  on  the  first  meeting.  Ihe  problems 
with  the  initial  plans  for  the  monograph 
were  ap[)arenl,  but  so  were  the  prospects. 
Additional  attendees  included  peer  reviewers 
to  pro\  ide  initial  assessments  m\(.\  criticisms 
ol  the  work.  I  he  second  meeting  also  allowed 
the  project  staff  to  speak  to  the  contributors 
about  the  usefulness  and  relevance  of  their 
work  to  date.  Some  elements  of  the  original 
outline  had  not  developed  well  because  the 
research  to  compile,  report,  and  ap|il\  them 
to  \l  K    was  lacking.  Other  parts  ol  the  mono- 
graph had  de\eloped  so  well  that  the  chapters 
seemed  bursting  at  the  seams.  As  with  all  col- 
laborative works,  a  consistent  tone  proved 
elusive,  and  themes  differed  from  chapter  to 
chapter.  Unlike  other  xolumes,  however,  this 
monograph  had  a  forum  lor  contributors  and 
project  staffs  to  engage  one  another  about 
their  differences.  In  addition,  we  invited  to 
our  March  meeting  discussants  who  had 
expertise  in  one  or  more  areas  covered  in  the 
monograph.  We  also  in\  ited  staff  lUid  direc- 
tors of  health  agencies  within  NCI  and  the 
U.S.  Department  of  Health  and  Human 
Services.  Their  encouragement  influenced  the 
subsec]uent  development  of  the  monograph. 
For  example,  William  Robinson,  chief  medical 
officer  of  the  Health  Resources  m'\(.\  Ser\  ices 
Administration,  assured  the  group  that 

Congress  is  interested  in  programs  such  as 
AUG....  ALIC  will  be  examined  to  determine 
whether  people  will  participate  in  communit}'- 
based  coalitions  and  whether  federal  dollars 
and  local  initiatives  can  provide  any  kind 
of  leadership  to  improve  cancer  control.... 
Coalition-building  efforts  should  expect  to 
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advance  by  a  series  of  little  steps  and  to 
encounter  negativism  because  people  often  do 
not  want  to  give  of  themselves  for  the  benefit 
of  the  coalition.  But  these  difficulties  are  a  part 
of  the  process  and  must  be  worked  through  in 
each  community.  We  also  need  to  recognize  that 
every  community  is  different,  and  what  works 
in  one  county  may  not  work  in  another  county. 

The  March  meeting  was  difficult  but  reward- 
ing. The  more  developed  the  monograph 
became,  the  more  its  possibilities  and  limits 
became  evident,  and  the  more  persistently 
unanswered  questions  demanded  answers. 
For  example,  who  was  the  intended  audience? 
Some  chapters  initially  spoke  to  the  ALIC 
project  staffs  with  a  list  of  do's  and  don'ts. 
This  was  a  limited  audience,  for  whom  a 
memo  would  have  been  a  better  communica- 
tion tool  than  a  book  chapter.  Some  chapters 
spoke  to  colleagues  in  NCI  in  terms  mainly 
familiar  to  the  federal  government  communi- 
ty. Some  project  chapters  still  read  like  pro- 
posals trying  to  sell  funders  on  the  virtues 
of  particular  grantees. 

The  March  meeting  reshaped  the  mono- 
graph. The  project  staffs  wanted  chapters  that 
better  reflected  their  plans  midway  in  program 
year  1,  rather  than  their  proposals'  projec- 
tions. We  were  told  that  we  could  no  longer 
evade  the  issue  of  culture  and  its  role  in 
change  in  the  region.  Our  tone  was  too  acade- 
mic for  the  most  part  and  lacked  "heart." 
Some  chapters  split  and  became  two.  The 
order  of  the  chapters  changed  to  organize 
the  sections  and  the  entire  monograph  more 
clearly.  We  had  to  decide  between  setting  time 
limits  for  the  adequate  development  of  some 
chapters  or  giving  up  on  them.  Individual 
contributors  left  with  direct  messages  from 
other  contributors  and  representatives  of  their 
intended  audiences.  This  made  the  editors' 
task  one  of  reinforcing  what  had  been  said 
as  well  as  communicating  our  own  decisions. 

As  clear  as  our  differences  were  at  the  March 
meeting,  it  also  was  clear  that  we  vs^ere  reach- 
ing for  something  we  now  thought  attainable 


that  had  not  seemed  so  four  months  earlier. 
We  had  a  better  and  clearer  sense  of  producing 
something  of  value  to  the  project,  and  we 
developed  stakes  in  doing  it  right.  This  sense 
of  importance,  reinforced  by  our  interaction 
at  that  meeting,  assisted  us  in  dealing  with 
the  details  and  problems  of  doing  what  had 
to  be  done.  We  grouped  together  people  who 
knew  a  lot  about  different  aspects  of  ALIC  and 
encouraged  them  to  talk.  This  gave  contribu- 
tors graphic  impressions  of  reactions  to  their 
work,  questions,  challenges,  and  insights.  We 
conveyed  the  goals  for  the  monograph  and 
created  common  elements  for  it — for  example, 
an  intended  audience.  We  also  reconciled  dif- 
ferent accountability  patterns  among  intended 
participants  within  ALIC,  NCI,  and  NCI 
watchers — Congress,  cancer  researchers,  and 
cancer  voluntary  organizations.  In  the  process, 
the  monograph  assumed  a  common  tone  from 
chapter  to  chapter.  Contributors  spoke  from 
the  data  about  community-based  interven- 
tions and  to  our  target  audience,  epitomized 
as  an  editor  of  a  weekly  local  newspaper  in 
rural  Appalachia.  This  was  a  change  from  con- 
tributors speaking  to  each  other  about  their 
own  perceptions  of  the  others'  positions. 

Perhaps  the  decision  on  the  monograph's 
intended  audience  had  the  most  impact  for 
the  monograph  as  part  of  ALIC.  We  under- 
stood that  there  would  be  three  audiences  for 
this  monograph:  those  whom  ALIC  hoped  to 
incorporate  into  its  projects  as  coalition  mem- 
bers, legislators  and  local  officials,  and  other 
informed  lay  people  with  influence  to  shape 
public  opinion;  watchers  of  NCI  in  the  federal 
bureaucracy.  Congress,  and  academic  medi- 
cine centers;  and  officials  and  staff  members 
of  the  various  branches,  divisions,  and  offices 
within  NCI.  We  chose  to  write  for  the  first 
audience  primarily.  We  did  not  abandon  the 
perspective  of  those  within  or  associated  with 
the  federal  government;  we  hoped  to  broaden 
it.  We  hoped  to  show  what  a  group  of  people 
could  do  with  the  trust  and  support  of  a  feder- 
al agency.  We  determined  that  the  test  of  what 
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we  did  would  l)e  loft  to  the  people  intended  as 
participants  in  the  ALIC  projects.  We  trusted 
the  people  of  the  other  two  audiences  to  mea- 
sure our  success  not  by  how  we  conformed  to 
what  had  been  done  before  but  by  how  well 
we  met  the  nQQd':^  of  the  {)eople  who  would 
carry  out  AUG. 

Involving  so  many  people  directly  created 
a  tension  between  wanting  to  incorporate  new 
facets  into  the  monograph  and  keeping  mono- 
graph development  within  a  set  of  manage- 
able tasks  that  could  he  eonipletud  in  the 
tiinefranK'  vw  had  I'stahlishcd.  I  hr  tonus  of 
collaboration  and  exchange  that  we  created 
delayed  some  aspects  of  the  work.  The  delay 
was  fortuitous  because  that  collaboration  and 
exchange  improved  the  work.  Our  methods 
did  not  substitute  lor  hiud  work.  In  particular, 
working  with  tlu'  projci  t  stalls  to  i  reate 
monograph  chapters  from  sections  of  propos- 
als proN'ed  more  difficult  than  wo  had  antici- 
pated. As  proposals  iLuiioel  uilo  programs,  the 
task  grew  more  difficult  because  projects  mod- 
ified portions  of  ttioir  proposed  plans.  In  a 
sense,  we  invited  this  ditliuilty  by  creating 
forums  for  the  exchange  of  ideas  about  pro- 
grams as  part  of  the  monograph  devolopmont. 
In  addition,  Al.K.  project  staffs  had  other 
forums  for  exchanging  ideas  among  them- 
selves, rhis  process  meant  that  we  were  trying 
to  capture  in  print  .\n  ovoK  ing  project  cuul 
to  convey  a  sense  of  the  intent  of  the  projects 
before  they  could  comiriit  to  specific  elements 
of  a  plan. 

Conclusion 

In  retrospect,  our  intended  goal  of  action 
research  and  collaboration  in  monograph 
development  resembled  the  intent  of  ALIC 
for  its  projects.  Not  surprisingly,  therefore, 
we  replicated  some  of  the  benefits  and  pitfalls 
of  coalition  efforts  in  the  development  of  this 
monograph.  In  our  discussions,  in  particular, 
we  became  aware  of  disparate  perspectives 
that  almost  destroyed  the  possibility  of  group 
cohesion.  Some  people  pushed  at  institutional 


boundcH'ios  cUkI  thr  bouiularios  of  hoiilth  care 
change  from  inside  institutions.  Other  partici- 
pants pulled  at  those  boundaries  from  various 
positions  within  the  community  but  outside 
of  medical  care  institutit)ns.  .Although  every- 
one WiUitod  inoxomont,  and  most  often  in 
tho  sanio  direction,  where  people  stood  and 
whether  they  pushed  or  pulled  for  change 
influenced  how  they  responded  to  the  analy- 
sis ot  the  problems  and  to  the  generalizations 
about  institutional  medical  care  pro\iders  or 
conununitx  groups  and  coalitions.  Our  discus- 
sions, probabl\  like  those'  that  will  occur 
within  the  coalitions  of  the  ALIC  projects, 
would  ha\e  proceeded  more  quickly  and 
w  ith  more  harmony  if  we  had  had  fewer 
perspectives  assembled  for  those  discussions. 
We  chose  to  nio\e  more  slowly  along  a  broad- 
ri  tront,  iiuluding  untraxolcd  paths,  rather 
than  to  nu)ve  c]uickl\  along  narrower,  more 
tra\eled  paths. 

Proceeding  ui  this  wa\'  takes  time,  commit- 
ment, and  facilitation  skills.  Trust  and  leader- 
ship pla\  essential  roles.  1  eadership  mobilizes 
or  develops  a  group's  resources  to  pursue  a 
shared  vision  of  improvement.  A  large  part 
of  leadership  involves  creating  trust  among 
group  members  about  the  capacity  and  rele- 
vance of  each  member  to  the  group's  goals. 
On  more  than  one  occasion,  the  group 
recognized  that  we  were  not  onl\  developing 
a  monograph  for  the  ALIC  projects  but  also 
dealing  with  their  problems  as  well  as  their 
promise.  The  lessons  learned  from  this  pro- 
cess have  been  stated  in  the  Conclusion  of 
the  monograph. 

Ine\  itably,  we  did  not  accomplish  every- 
thing that  we  thought  could  be  accomplished 
with  this  monograph,  but  we  exceeded  the 
pattern  and  expectations  with  which  we  start- 
ed. We  hope  that,  with  the  same  tensions,  the 
equivalent  amount  of  talent  and  hard  work, 
and  a  degree  of  cooperation  and  collaboration 
equal  to  what  we  had  on  the  monograph,  we 
will  be  able  to  say  the  same  about  ALIC  in  five 
years.  It  may  not  achieve  everything  it  might 
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have,  but  it  exceeds  what  had  been  done 
before  and  presents  new  possibilities  for 
others  to  achieve  and  surpass. 
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Resource  Section 

This  appendix  lists  selected  agencies  and  other 
organizations  that  can  be  valuable  resources  to 
members  of  community-based  coalitions  and 
other  participants  in  the  Appalachia  Leadership 
Initiative  on  Cancer  (ALIC).  These  groups  may 
be  able  to  provide  useful  information,  materials, 
services,  or  linkages  to  other  potential  resources. 
The  section  is  divided  into  five  topic  areas: 

1.  ALIC  programs, 

2.  Appalachia, 

3.  Cancer, 

4.  Rural  health, 

5.  Coalitions,  cornnuinitx'  dexeloprneiit, 

and  health  i.tlucation. 

Within  each  area,  relevant  federal,  state, 
and  private-sector  resources  are  identified. 

Space  does  not  permit  iistinv;  all  local  organi- 
zations that  deal  with  the  broad  range  of  issues 
pertaining  to  these  topic  areas.  However,  for 
several  organizations,  a  central  office  is  given 
that  can  provitle  referrals  to  local  constituent 
member  groups  or  cha()ters  in  the  Appalachian 
region. 

The  phone  numbers  and  addresses  for  some 
of  the  organizations  listed  in  this  resource  sec- 
tion may  have  changed  since  the  monograph 
was  prepared.  If  more  current  information  is 
needed,  contact  the  ALIC  Program  Director's 
office  or  one  of  the  ALIC  projects  listed  belov^f. 


1.  Appalachian  Leadership 
Initiative  on  Cancer 

Appalachia  Leadership  Initiative 
on  Cancer  Program 

Al.lC  Trogram  Director 
National  Cancer  Institute 
^K)()()  Rockxille  Pike,  F.PN  23.3 
Rockville,  .Maryland  20892 
(301)496-8584 

The  Appalachia  Leadership  Initiative  on 
Cancer  (,AL1C)  is  the  National  Cancer  Institute's 
formal  outreach  initiative  to  increase  cancer 
prevention  and  control  activities  in  the 
,>\[i[")alachian  Region.  ALIC  supports  the 
following  four  subregional  projects: 

Northern  .\ppalachia  Leadership 
Initiative  on  Cancer  (NALIC) 

NALIC  Principal  hnestigator 

Department  of  Food  .Science/Borland  Laboratory 

Pennsylvania  State  University 

University  Park,  Pennsylvania  16802 

(814)863-4751 

The  NALIC  project  ser\'es  the  Appalachian 
portions  of  New  York,  Pennsylvania,  and 
Maryland. 

North  Central  Appalachia  Leadership 
Initiative  on  Cancer  (NCALIC) 

NCALIC;  Principal  Investigator 

Mary  Babb  Randolph  Cancer  Center 

Health  Sciences  Center 

West  Virginia  University 

P.O.  Bo.x  9300 

Morgantown,  WV  26506-9300 

(304)  293-3528 

The  NCALIC  project  serves  all  of  West  Virginia 
and  the  Appalachian  portions  of  Ohio. 

Central  Highlands  Appalachia  Leadership 
Initiative  on  Cancer  (CHALIC) 

CHALIC  Principal  Investigator 

Markey  Cancer  Center 

University  of  Kentucky  Medical  Center 

206  Davis-Mills  Building,  MRISC 

800  Rose  Street 

Lexington,  Kentuckv  40536-0098 

(606)  257-5323 

The  CHALIC  project  serves  the  Appalachian 
portions  of  Kentucky,  Tennessee,  and  Virginia. 
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Southern  Appalachia  Leadership 
Initiative  on  Cancer  (SALIC) 

SALIC  Principal  Investigator 

North  Carolina  Cooperative  Extension  Service 

North  Carolina  State  University 

Box  7605 

Raleigh,  NC  27695-7605 

The  SALIC  project  serves  the  Appalachian 
portions  of  North  Carolina,  South  Carolina,  and 
Georgia. 


2.  Appalachia 

Federal  Resources 

Appalachian  Regional  Commission 

1666  Connecticut  Avenue,  N.W. 
Washington,  D.C.  20235 
(202)  673-7968 

The  Appalachian  Regional  Commission  (ARC) 
was  established  by  Congress  in  1965  to  assist  in 
the  long-term  development  of  the  region.  ARC 
undertakes  projects  in  two  areas.  The  highway 
program  provides  for  the  construction  of  the 
Appalachian  Development  Highway  System  to 
support  industry  and  tourism  and  to  enable  the 
region's  residents  to  move  freely  between  home 
and  work,  school,  and  other  public  facilities. 
The  other  program  area  undertakes  projects  to 
address  two  goals:  (1)  creation  of  new  jobs  and 
private  investments  and  (2)  special  help  for  the 
region's  poorest  or  "distressed"  counties.  ARC 
provides  grants  to  support  education,  health 
care,  water  and  sewer  services  for  industrial  and 
commercial  needs,  housing,  small  business 
development,  development  of  natural  resources, 
and  research  on  topics  directly  related  to 
Appalachia's  economic  development. 

ARC'S  organizational  structure  is  designed  to 
ensure  the  federal,  state,  and  local  cooperation 
needed  to  achieve  ARC  objectives.  The  commis- 
sion has  14  members:  the  governors  of  the  13 
Appalachian  states  and  a  federal  cochair  who  is 
appointed  by  the  President.  To  ensure  a  partner- 
ship with  local  participants,  ARC,  through  its 
member  states,  works  with  multicounty  plan- 
ning and  development  agencies  known  as  local 
development  districts  (LDDs).  In  turn,  LDDs 
work  with  local  citizens  to  determine  local  needs 
and  priorities  and  to  prepare  and  implement 
development  plans  based  on  those  needs  and 
priorities.  ARC  also  publishes  Appalachia,  a 
quarterly  journal. 


State  Resources 


Berea  College 
Appalachian  Center 

Appalachia  Museum 

Brushy  Fork  Institute 

College  Box  2336 

Berea,  Kentucky  40404 

(606)  986-9341  (main  campus);  ext.  5140 

(Appalachian  Center);  ext.  6838  (Brushy  Fork); 

ext.  6078  (Appalachia  Museum) 

Berea  College's  resources  pertaining  to 
Appalachia  include  the  Appalachia  Center, 
the  Appalachia  Museum,  and  the  Brushy  Fork 
Institute,  relocated  to  the  Appalachian  Museum, 
and  the  Weatherford-Hammond  Mountain 
Collection.  The  Brushy  Fork  Institute  offers 
training  and  support  to  both  emerging  and 
established  community  leaders  in  a  four-state 
area  that  includes  Kentucky,  Tennessee, 
Virginia,  and  West  Virginia.  The  institute's 
Leadership  Development  Program  offers  work- 
shops to  diverse  teams  of  community  leaders. 
The  Student  Leadership  Development  Program 
helps  students  develop  skills  and  perspectives 
that  can  be  used  in  future  public  service.  The 
Brushy  Fork  Institute  also  publishes  two  news- 
letters: Across  the  Ridge  and  Mountain  Promise. 
Berea  College  also  sponsors  a  variety  of  projects, 
including  the  W.D.  Weatherford  Award,  which 
presents  $500  to  a  "writer  whose  work  best  illus- 
trates the  problems,  personalities,  and  unique 
qualities  of  the  Appalachian  South."  The  col- 
lege's Appalachian  Center  sponsors  Students 
for  Appalachia,  a  group  that  implements 
outreach  projects. 

East  Tennessee  State  University 

Center  for  Appalachian  Studies  and  Services 
Box  70556 

Johnson  City,  Tennessee  37614-0556 
(615)  929-5348 

Established  in  1984,  the  Center  for 
Appalachian  Studies  and  Services  (CASS)  spon- 
sors a  variety  of  projects  dealing  with  issues  of 
concern  to  the  Appalachian  region.  The  center's 
mission  is  to  (1)  support  scholarly  research  and 
artistic  endeavors  that  focus  on  Appalachia; 
(2)  improve  research  about  the  Appalachian 
region  by  providing  information  storage  and 
retrieval  systems,  educational  materials,  publica- 
tions, and  media  productions;  (3)  develop  edu- 
cational activities  to  enhance  the  intellectual, 
cultural,  social,  and  economic  condition  of  the 
region;  and  (4)  provide  programs  of  community 
outreach  and  public  service,  particularly  in  cul- 
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tural  analysis,  esthetic  and  heritage  education, 
rural  health,  and  public  policy. 

The  Archives  of  Appalachia  preserves  and  pro- 
vides access  to  records  of  historical  and  research 
value  pertaining  to  the  political,  social,  econom- 
ic, and  cultural  development  of  the  southern 
mountains.  The  Carroll  Reece  Museum  supports 
research,  artistic  creativity,  and  educational 
activities,  including  Artsphnation,  a  program 
designed  to  instruct  elementary  school  children 
in  artistic  techniques.  CASS  publishes  Now  ami 
Then,  which  presents  interviews,  essays,  short 
stories,  and  poems  that  provide  insight  into 
Appalachian  life  as  well  as  explores  .Appalachian 
issues.  The  center  administers  a  fellowship  pro- 
gram that  supports  research  and  publications 
with  a  regional  focus.  Funded  projects  have 
included  critical  histories  of  literature,  a  radio 
series,  photographic  studies,  and  exhibits.  CASS 
also  collaborates  with  the  Department  of 
Sociolog)'  and  Anthropology  at  East  Tennessee 
State  University  to  administer  an  Appalachian 
studies  curriculum. 

University  of  Kentucky 
Appalachian  Center 

641  South  limestone 
Lexington,  Kentucky  40506-0333 
(606)  257-4852 

The  Appalachian  Center  at  the  University  of 
Kentucky  focuses  on  public  policy,  teaching, 
research,  and  service.  The  center  promotes  lead- 
ership development  through  workshops  and 
ongoing  programs,  sponsors  an  annual  confer- 
ence that  brings  together  community  leaders 
and  academics  to  address  key  regional  issues, 
and  publishes  conference  proceedings.  Through 
the  university,  the  center  offers  courses  in 
Appalachian  studies  and  sponsors  workshops 
on  topics  geared  especially  for  scholars,  teachers, 
and  community  members.  Within  the  university 
library,  the  Appalachian  collection  contains 
books  and  periodicals  as  well  as  archival  and 
audiovisual  materials  on  Appalachia.  Funding 
permitting,  the  center  publishes  a  newsletter 
twice  a  year,  covering  center  activities. 


Private -Sector  Resources 

Appalachian  Studies  Association 

c/o  Center  for  Appalachian  Studies  and  Services 

East  Tennessee  State  University 

Box  70556 

Johnson  City,  Tennessee  37614-0556 

(615)  929-5348 


Established  in  1977,  the  Appalachian  Studies 
Association  (ASA)  is  an  organization  of  approxi- 
mately 2,000  scholars,  teachers,  and  regional 
activists  interested  in  all  aspects  of  Appalachia. 
The  majority  of  members  are  interested  in  histo- 
ry, literature,  and  sociology.  However,  associa- 
tion members  are  showing  increased  interest  in 
health  care  issues  and  community  problems. 
ASA  encourages  communication  among  govern- 
ment organizations,  grassroots  communities, 
the  media,  and  academia.  Recent  initiatives 
include  fostering  a  positive  profile  of  the 
Appalachian  region  and  involving  the  region's 
N'outh  in  the  association.  ASA  sponsors  an  annu- 
al .Appalachian  studies  conference,  usually 
attended  by  400  to  500  people.  Conference  ses- 
sions focus  on  Appalachian  histor\',  politics,  and 
culture  as  well  as  topics  such  as  community 
organizing,  public  policy,  social  reform,  and  the 
environment.  ASA  also  sponsors  an  Appalachian 
Youth  Conference,  which  meets  concurrently 
with  the  annual  meeting.  In  addition,  the  asso- 
ciation distributes  the  newsletter  Appulink  and 
the  lounuil  uf  Appiilachiufi  Stuiiies,  which  pub- 
lishes selected  papers  from  the  Appalachian 
studies  conference. 

Commission  on  Relij^on  in  Appalachia 

P.O.  Box  10867 

Knoxville,  Tennessee  37939-0867 

(615)  584-6133 

The  Commission  on  Religion  in  Appalachia 
(CORA)  is  a  regional  strategy'  of  church  coopera- 
tion and  community  partnership.  Since  1965, 
more  than  15  national  denominations  have 
c(Miie  together  through  CORA  to  address 
Appalachian  needs.  CORA's  work  focuses  on  the 
causes  of  Appalachia's  problems  rather  than  on 
the  symptoms.  Empowerment  activities  include 
supporting  fair  employment  practices  and  land 
ownership/taxing  policies,  highlighting  the 
struggles  of  women  and  minorities,  and  support- 
ing issue  advocacy  groups  and  locally  directed 
cooperatives  working  for  institutional  change 
and  economic  alternatives.  CORA's  work  is 
carried  out  by  the  Appalachian  Development 
Projects  Committee  (ADPC),  which  provides 
support  to  approximately  50  locally  controlled 
community-based  organizations,  Cooperative 
Congregational  Development  (CCD),  the 
Northern  Appalachian  Committee  (NAC), 
the  Public  Policy  and  Political  Action  Strategy 
Team,  and  the  V^olunteer  Program.  A  variety  of 
resource  materials  are  available,  including  the 
quarterly  newsletter,  The  CORAspoiuient. 


Appendix  D     315 


3.  Cancer 


Federal  Resources 

American  Stop  Smoking  Intervention 
Study  for  Cancer  Prevention 

Program  Director 
National  Cancer  Institute 
9000  Rockville  Pike,  EPN  241 
Bethesda,  Maryland  20892 
(301)  496-0273 

The  American  Stop  Smoking  Intervention 
Study  for  Cancer  Prevention  (ASSIST)  is  a  collab- 
orative effort  between  the  National  Cancer 
Institute  (NCI)  and  the  American  Cancer 
Society,  along  with  state  and  local  health 
departments  and  other  voluntary  organizations. 
ASSIST  is  developing  comprehensive  tobacco 
control  programs  in  1 7  states.  The  purpose  of 
this  intervention  is  to  demonstrate  that  the 
widespread,  coordinated  application  of  the 
best  available  strategies  to  prevent  and  control 
tobacco  use  will  accelerate  the  downward  trend 
in  smoking  and  other  tobacco  use  significantly, 
resulting  in  a  substantial  reduction  in  the  num- 
ber and  rate  of  tobacco-related  cancers  in  the 
United  States.  ASSIST  is  a  community-based 
intervention  directed  by  state  and  local  volun- 
tary coalitions  that  seek  to  mobilize  and  activate 
community  resources  for  smoking  prevention 
and  cessation  by  planning  and  implementing 
tobacco  control  activities.  Through  ASSIST, 
media,  policy,  and  cessation  support  is  delivered 
to  target  groups  using  the  health  care  system, 
schools,  worksites,  and  other  community  chan- 
nels. Specific  interventions  include  training 
health  care  providers  to  deliver  brief  cessation 
counseling,  implementing  smoke-free  policies 
in  schools  and  worksites,  and  enhancing  media 
coverage  of  tobacco  use  issues.  The  program 
provides  an  opportunity  for  resource  sharing 
with  the  ALIC  projects  and  coalitions.  ASSIST 
has  projects  and  well-established  contacts  in 
the  following  Appalachian  states:  New  York, 
North  Carolina,  South  Carolina,  Virginia,  and 
West  Virginia. 

Information  on  how  to  contact  these  ASSIST 
projects  is  available  from  the  ASSIST  program 
director  at  the  address  listed  above. 

Cancer  Information  Service 

l-(800)  4-CANCER 

The  Cancer  Information  Service  (CIS)  is  a 
nationwide  network  of  19  regional  field  offices 
supported  by  the  National  Cancer  Institute. 
Each  office  provides  state-of-the-science  infor- 


mation on  cancer  and  support  for  community 
outreach  activities.  The  toll-free  telephone  ser- 
vice connects  callers  with  trained  staff  members 
who  can  provide  accurate  and  up-to-date  infor- 
mation on  cancer  to  patients  and  their  families, 
health  professionals,  and  the  general  public. 
CIS  offices  also  serve  as  NCI's  primary  outreach 
network,  with  CIS  outreach  staff  providing 
direction,  materials,  and  technical  assistance 
to  other  NCI-supported  programs.  CIS  can  pro- 
vide the  following  support  and  assistance  to 
local  programs: 

►  Information  and  referrals  to  community 
resources,  including  cancer  support  groups  and 
smoking  and  other  tobacco  use  prevention  and 
cessation  programs  as  well  as  screening,  hospice, 
home  health  care,  and  transportation  services; 

►  Promotion  of  and  referrals  to  local  programs 
and  services; 

►  Assistance  with  program  planning,  includ- 
ing help  with  identifying  appropriate  outreach 
strategies,  messages,  materials,  and  other 
resources  to  reach  specific  target  populations; 

►  Identification  and  provision  of  appropriate 
NCI  educational  materials  for  use  in  local  pro- 
grams and  activities,  including  materials  for  spe- 
cific target  audiences  such  as  older  Americans 
and  audiences  with  low  reading  levels; 

►  Assistance  with  media  placement,  including 
suggestions  concerning  appropriate  media  out- 
lets and  introductions  to  local  media  contacts; 

►  Identification  of  health  professionals  and 
other  individuals  who  can  serve  as  appropriate 
spokespersons  on  specific  health  issues  as  well 
as  materials  to  assist  in  training  local  program 
staff  or  volunteers  to  serve  as  spokespersons; 

►  Identification  of  key  intermediaries  in 
specific  regions  and  participation  on  coalition 
boards  to  provide  information  and  assistance 
in  planning  local  activities;  and 

►  Assistance  in  using  NCI  materials  for  train- 
ing staff,  volunteers,  and  intermediary  networks 
to  conduct  education  programs  in  communities. 

In  addition  to  materials  on  cancer,  CIS  distrib- 
utes Making  Health  Communications  Work:  A 
Planner's  Guide,  which  discusses  the  key  princi- 
ples of  six  specific  steps  in  program  develop- 
ment: planning  and  selecting  strategy,  selecting 
channels  and  materials,  developing  and  pretest- 
ing materials,  implementing  the  program, 
assessing  effectiveness,  and  using  feedback  to 
refine  the  program.  The  suggestions  contained 
in  the  guide  are  based  on  lessons  learned  by 
NCI's  Office  of  Cancer  Communications,  which 
develops  communication  messages  for  health 
professionals,  patients,  and  the  public. 
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Below  is  a  list  of  key  contacts  for  CIS  regional 
offices  serving  ALIC  project  areas. 

Region  3  (serving  New  York, 

Western  Pennsylvania) 
CIS  Outreach  Coordinator 
Roswell  Park 
Research  Study  Center 
4th  Floor,  Room  430 
Elm  and  Carlton  Streets 
Buffalo,  New  York  14263 
(716)845-6793 

Region  4  (serving  Eastern  Pennsylvania) 

CIS  Outreach  Coordinator 

Fox  Chase  Cancer  Center 

Cancer  Information  Service 

510  Township  Line  Road 

Cheltenham,  Pennsylvania  19012 

(215)379-1360 

Region  5  (ser\'ing  Maryland) 
CIS  Outreach  Coordinator 
Johns  Hopkins  University 
Cancer  Information  Service 
550  North  Broadway.  Room  307 
Baltimore,  Maryland  21205 
(410)955-3636 

Region  6  (serving  Georgia,  North  Carolina, 

South  Carolina) 
CIS  Outreach  Coordinator 
Duke  Comprehensive  Cancer  Center 
Duke  Cancer  Information  Service 
Erwin  Square,  Suite  201 
2020  West  Main  Street 
Durham,  North  Carolina  27705 
(919)286-5837 

Region  9  (serx'in^  Kentucky,  Tennessee) 

CIS  Outreach  Coordinator 

Markey  Cancer  Center 

Kentucky  Cancer  Information  Service 

University  of  Kentucky 

305  Davis-Mills  Building  MRISC/MCC 

800  Rose  Street/UKMC 

Lexington,  Kentucky  40536-0098 

(606)  257-4447 

Region  10  (ser\nng  Southern  Virguiia) 

CIS  Outreach  Coordinator 

Mary  Babb  Randolph  Cancer  Center 

Cancer  Information  and  Education 

Robert  Byrd  Health  Sciences  Center  of  West 

Virginia  University 


West  Virginia  University 

P.O.  Box  9350 

Morgantown,  West  Virginia  26506-9350 

(304)  599-1496 

Coniniunity  (Jinical  Oncology  Program 

Program  Director 

National  Cancer  Institute 
9()()()  Rockviiie  Pike,  LPN  300D 
Bethesda,  Maryland  20892 
(301)496-8541 

The  Community  Clinical  Oncology  Program 
(CCOP)  was  established  by  NCI  in  1983. 
I'hrough  this  program,  community  physicians 
work  with  university  physicians  and  scientists 
conducting  NCI-approved  clinical  trials  to 
answer  specific  questions  about  the  effectiveness 
of  new  ways  to  prevent,  detect,  diagnose,  and 
treat  cancer.  CCOP  helps  transfer  the  latest 
research  findings  to  the  community  level  and 
gives  more  patients  and  physicians  the  opportu- 
nity to  participate  in  clinical  trials.  CCOP  has 
established  a  network  of  cancer  specialists,  sur- 
geons, and  primary  care  physicians  practicing 
in  community  settings.  A  minority-based  CCOP 
also  includes  university  hos{)itals  that  serve  a 
large  minority  population.  Individuals  or 
patients  at  risk  for  cancer  can  be  referred  to 
CCOP  physicians  and  hospitals  for  inclusion  in 
NCI  clinical  trials.  Information  on  support  care 
also  can  be  provided. 

The  Minority-Based  Community  Clinical 
Oncology  Program  (MBCCOP)  supports  partici- 
pation of  minority  populations  and  their  physi- 
cians in  clinical  trials,  providing  access  to 
advances  in  diagnosis,  treatment,  and  cancer 
prevention  and  control  to  minority  patients 
and  op[)ortunities  for  studies  in  selected  high- 
risk  minority  populations. 

Below  is  a  list  of  contacts  for  CCOP  and 
MBCCOP  projects  in  ALIC  .Appalachian  states. 

University  of  South  Aluhanui  MBCCOP 

USA  Cancer  Center 

307  University  Boulevard,  Room  414 

Mobile,  Alabama  36688 

Marcel  E.  Conrad,  M.D. 

(205)  633-4246 

Atlanta  Regional  CCOP 

Oncolog\'  Research  Department 

St.  Joseph's  Hospital 

5665  Peachtree  Dunwoody  Road,  N.E. 

Atlanta,  Georgia  30342-1701 

Ernest  W.  Franklin,  M.D.,  (404)  252-9639 

Pat  Hammond,  R.N.,  (404)  851-7119 


Grady  MBCCOP 

Grady  Memorial  Hospital 
P.O.  Box  26042 
Atlanta,  Georgia  30335-3801 
Melvin  R.  Moore,  M.D. 
(404)  616-4885 

Southeast  Cancer  Control 
Consortium  CCOP 

2150  Country  Club  Road,  Suite  200 
Winston-Salem,  North  Carolina  27104-4241 
James  N.  Atkins,  M.D.,  (919)  777-3036 
Katherine  Dale,  (919)  777-3037 

Columbus  CCOP 

1151  South  High  Street 

Columbus,  Ohio  43206 

Leslie  R.  Laufman,  M.D.,  (614)  846-0044 

Judy  Miller,  (614)  443-2267 

Dayton  Clinical  Oncology  Program 

Cox  Heart  Institute 

3525  Southern  Boulevard 

Kettering,  Ohio  45429 

Howard  M.  Gross,  M.D.,  (513)  296-7278 

Nancy  A.  Hines,  R.N.,  (513)  296-7278 

Toledo  Community  Hospital 
Oncology  Program 

3314  Collingwood  Boulevard 

Toledo,  Ohio  43610 

Paul  L.  Schaefer,  M.D.,  (419)  255-5433 

Diana  J.  Frie,  Ph.D.,  CHES,  (419)  255-5433 

Allegheny  CCOP 

Allegheny-Singer  Research  Institute 
320  East  North  Avenue 
Pittsburgh,  Pennsylvania  15212-9986 
Reginald  P.  Pugh,  M.D.,  (412)  359-3630 
Kathleen  Russo,  R.N.,  (412)  359-5256 

Geisinger  Clinical  Oncology  Program 

Department  of  Hematology/Oncology 

Geisinger  Medical  Center,  20-01 

North  Academy  Avenue 

Danville,  Pennsylvania  17822 

Albert  M.  Bernath,  M.D.,  (717)  271-6413 

Patricia  A.  Porter,  R.N.,  (717)  271-6413 

Mercy  Hospital  CCOP 

General  Services  Building 
746  Jefferson  Avenue,  Suite  205 
Scranton,  Pennsylvania  18501 
William  J.  Heim,  M.D.,  (717)  342-3675 
Joseph  Kishel,  (717)  348-7648 
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Spartansburg  CCOP 

Spartansburg  Regional  Medical  Center 
101  East  Wood  Street 
Spartansburg,  South  Carolina  29303 
James  Bearden,  M.D.,  (803)  560-6812 
Pam  Williams,  R.N.,  M.S.N,  O.C.N., 
Oncology  Research  Department, 

(803)  560-6912 

MCV/CMH  MBCCOP  of  Virginia 

Massey  Cancer  Center 
MCV  Station,  Box  230 
Richmond,  Virginia  23298 
Christopher  Desch,  M.D. 

(804)  786-0450 

Fairfax  Community  Clinical 
Oncology  Program 

Fairfax  Hospital 

c/o  Fairfax  Hematology/Oncology 

3301  Woodburn  Road,  #206 

Annandale,  Virginia  22003 

Nicholas  J.  Robert,  M.D.,  (703)  698-3582 

Marilyn  Congo,  (703)  698-2302 

Information  on  how  to  contact  these  CCOP 
offices  is  available  from  the  program  director  at 
the  address  listed  above. 

Comprehensive  and 
Clinical  Cancer  Centers 

(Supported  by  the  National  Cancer  Institute) 
Program  Director 
National  Cancer  Institute 
9000  Rockville  Pike,  EPN  502 
Rockville,  Maryland  20892 
(301)  496-8531 

NCI-designated  cancer  centers  constitute  a 
national  network  that  provides  information  on 
cancer  prevention,  early  detection,  diagnosis, 
treatment,  rehabilitation,  and  long-term  needs 
of  survivors  and  family  members.  Many  of  these 
centers  disseminate  information  by  working 
directly  with  Cancer  Information  Service  (CIS) 
offices  or  by  organizing  public  information  ser- 
vices modeled  on  CIS.  Centers  designated  as 
comprehensive  cancer  centers  by  NCI  also 
conduct  outreach  efforts  in  the  communities 
they  serve.  Information  services  may  include 
conducting  patient  education  programs  to 
provide  current  information  on  local  and 
national  resources  that  serve  cancer  patients 
and  their  families. 

The  following  states  in  the  Appalachian 
region  have  comprehensive  and  clinical  cancer 
centers  supported  by  NCI:  Alabama,  Maryland, 
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New  York,  North  Carolina,  Ohio,  Pennsylvania, 
Tennessee,  and  Virginia. 

Information  on  how  to  contact  the  offices  of 
these  comprehensive  and  clinical  cancer  centers 
is  available  from  the  program  director  at  the 
address  listed  above. 

Data-Based  Intervention 
Research  Program 

Program  Director 

National  Cancer  histitutc  9000  Rockvillc  Pike, 

EPN  233 

Bethesda,  Maryland  20892 

(301)496-8584 

The  purpose  of  the  Data-Based  Intervention 
Research  (DBIR)  Program  is  to  stimulate  the 
development  of  statewide  cancer  prevention  and 
control  intervention  programs  based  on  a  thor- 
ough appraisal  and  analysis  of  a  variety  of  exist- 
ing local  data  sources.  Projects  are  responsible 
for  developing  a  cancer  prevention  and  control 
plan,  testing  selected  interventions,  gathering 
state  support  for  future  cancer  prevention  and 
control  activities,  and  evaluating  these  efforts. 
Cooperative  agreements  supported  by  this  pro- 
gram address  at  least  four  NCI  cancer  prevention 
and  control  priorities,  such  as  the  cessation  and 
prevention  of  tobacco  use,  the  detection  of  cer- 
vical and  breast  cancers,  and  diet  modification. 
NCI  is  pro\iding  support  for  data  analysis, 
development  of  a  state  cancer  prevention  and 
control  plan,  limited  intervention  implementa- 
tion based  on  data  analyses  and  health  depart- 
ment priorities,  and  outcome  evaluation.  The 
DBIR  Program  can  provide  callers  with  its  cur- 
rent program  information.  It  also  can  share 
information  on  cancer  prevention  and  control 
planning  efforts,  offering  insight  into  methods 
that  proved  successful  for  the  DBIR  Program. 
Information  on  legislation  also  can  be  obtained 
from  the  DBIR  state  cancer  legislation  database. 

The  following  states  in  the  Appalachian 
region  are  receiving  funds  from  the  DBIR 
Program:  Georgia,  Kentucky,  Maryland,  North 
Carolina,  Pennsylvania,  and  Ohio. 

Information  on  how  to  contact  the  ofhces 
of  these  projects  is  available  from  the  program 
director  at  the  address  listed  above. 

5-A-Day  for  Better  Health  Program 

Program  Director 
National  Cancer  Institute 
9000  Rockville  Pike,  EPN  330 
Rockville,  Maryland  20892 
(301)  496-8520 


The  5-A-Day  for  Better  Health  Program  is  the 
first  nationwide  health  promotion  program  to 
focus  on  the  positive  role  of  fruits  and  vegeta- 
bles in  reducing  the  risk  of  cancer  and  other 
chronic  diseases.  The  program  is  designed  to 
be  an  active  partnership  between  the  National 
Cancer  Institute,  the  fruit  and  vegetable  industry 
(represented  by  the  Produce  for  Better  Health 
Foundation),  and  the  health  community.  The 
program's  goal  is  to  increase  the  per  capita  fruit 
and  vegetable  consumption  to  five  or  more  serv- 
ings per  day  by  the  year  2()()().  C^ommunity 
interventions  include  research  grants  for  design- 
ing and  e\aluating  S-.\-Day  interventions  in 
channels  targeting  worksites,  schools,  churches, 
and  low-income  food  assistance  programs,  in 
addition,  state  health  agencies  can  become 
licensed  participants  in  the  program,  provi- 
ding statewide  leadership  and  coordination 
for  the  program. 

The  following  states  in  the  .Appalachian 
region  have  5-A-Day  for  Better  Health  projects: 
Alabama,  Georgia,  Kentucky,  Maryland,  New 
York,  North  C.arolina,  .South  Carolina, 
Pennsylvania,  Virginia,  and  West  Virginia. 

Information  on  how  to  contact  the  offices 
of  these  projects  is  available  from  the  program 
director  at  the  address  listed  above. 

The  National  Black  Leadership 
Initiative  on  (.ancer 

NBLIC  Program  Director 
National  Cancer  Institute 
9000  Rockville  Pike,  EPN  240 
Bethesda,  Maryland  20892 
(.301)  496-8589 

The  National  Black  Leadership  Initiative 
on  Cancer  (NBLIC)  is  the  National  Cancer 
Institute's  formal  outreach  initiative  to  estab- 
lish a  national  system  to  increase  cancer 
prevention  and  control  activities  in  African- 
American  communities. 

National  Health  Information  Center 

Office  of  Disease  Pre\ention  and  Health 

Promotion 

P.O.  Box  1133 

V^ashington,  D.C.  20013-1 133 

(301)  565-4020  or  (800)  336-4797 

The  Office  of  Disease  Prevention  and  Health 
Promotion  operates  the  National  Health 
Information  Center  (NHIC),  formerly  the 
National  Health  Information  Clearinghouse. 
Although  NHIC  does  not  answer  specific  med- 


ical  questions,  it  provides  reference  support  to 
both  professionals  and  the  general  public 
through  the  identification  of  health  information 
resources,  an  information  and  referral  system, 
and  publication  distribution.  For  example,  it 
provides  patients  and  family  members  with  the 
names,  addresses,  and  telephone  numbers  of 
organizations  that  can  reply  directly  to  their 
questions  about  cancer  and  other  health  issues. 
The  center's  in-house  database  is  a  directory  of 
more  than  1,000  health-related  organizations 
that  can  provide  health  information.  The  data- 
base is  publicly  accessible  through  the  National 
Library  of  Medicine's  online  database  system, 
MEDLARS,  on  the  DIRLINE  file.  The  center  also 
maintains  a  collection  of  health  and  medical 
reference  materials,  journals,  and  newsletters 
that  is  available  to  the  public  by  appointment. 
Several  publications  are  available  from  the  cen- 
ter, including  directories,  resource  guides,  and 
bibliographies  on  a  range  of  topics  such  as  nutri- 
tion, community  health  promotion  programs, 
family  health  information  resources,  health 
care  financing,  and  special  concerns  of  the 
elderly  and  minority  populations.  A  publica- 
tions list  is  available.  There  is  a  handling  fee 
for  most  publications. 

National  Hispanic  Leadership 
Initiative  on  Cancer 

NHLIC  Program  Director 
National  Cancer  Institute 
9000  Rockville  Pike,  EPN  240 
Bethesda,  Maryland  20892 
(301)496-8589 

The  National  Hispanic  Leadership  Initiative 
on  Cancer  (NHLIC)  is  the  National  Cancer 
Institute's  formal  outreach  initiative  to  establish 
a  national  system  to  increase  prevention  and 
control  activities  in  Hispanic  communities. 

Physician  Data  Query 

(800)  4-CANCER 

The  National  Cancer  Institute  developed  this 
clinically-oriented  computer  database  to  make 
information  on  cancer  treatment  widely  avail- 
able to  the  medical  community  and  to  the  pub- 
lic. It  provides  state-of-the-science  cancer  treat- 
ment information,  cancer  research  protocols, 
and  directories  of  physicians,  organizations, 
and  institutions  involved  in  cancer  care.  Cancer 
patients,  their  families,  and  the  public  can  get 
easy-to-understand  information  from  Physician 
Data  Query  (PDQ)  by  calling  the  Cancer 
Information  Service  at  the  toll-free  number 
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shown  above.  Doctors  can  call  CIS  for  a  free  first 
search  and  information  on  how  to  access  PDQ 
on  a  regular  basis  by  using  an  office  computer,  a 
fax  machine,  or  a  medical  library  with  computer 
access  to  the  database. 

Surveillance,  Epidemiology,  and 
End  Results  Program 

Cancer  Statistics  Branch 
9000  Rockville  Pike,  EPN  343J 
Bethesda,  Maryland  20892 
(301)  496-8510 

The  Surveillance,  Epidemiology,  and  End 
Results  (SEER)  Program,  a  continuing  NCI  pro- 
gram, collects  cancer  data  on  a  routine  basis 
from  designated  population-based  cancer  reg- 
istries in  various  areas  of  the  country.  Trends  in 
cancer  incidence,  mortality,  and  patient  survival 
in  the  United  States  as  well  as  many  other  stud- 
ies are  derived  from  this  data  bank.  The  goals  of 
the  SEER  Program  are: 

►  To  assemble  and  report,  on  a  periodic  basis, 
estimates  of  cancer  incidence  and  mortality  in 
the  United  States; 

►  To  monitor  annual  cancer  incidence  trends 
to  identify  unusual  changes  in  specific  forms 
of  cancer  occurring  in  population  subgroups 
defined  by  geographic,  demographic,  and 
social  characteristics; 

►  To  provide  continuing  information  on 
changes  over  time  in  the  extent  of  disease  at 
diagnosis,  trends  in  therapy,  and  associated 
changes  in  patient  survival;  and 

►  To  promote  studies  designed  to  identify 
factors  amenable  to  cancer  prevention  and 
control  interventions  such  as  environmental, 
occupational,  socioeconomic,  dietary,  and 
other  health-related  exposures;  screening 
practices,  early  detection,  and  treatment; 
and  determinants  of  the  length  and  quality 
of  patient  survival. 

Periodic  publications  on  incidence,  mortality, 
and  survival  as  well  as  a  public-use  tape  contain- 
ing the  SEER  database  can  be  obtained  from  the 
address  listed  above. 


Private-Sector  Resources 

American  Cancer  Society 

National  Headquarters 

1559  Clifton  Road,  N.E. 

Atlanta,  Georgia  30329 

(800)  ACS-2345  or  (404)  320-3333 
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The  American  Cancer  Society  (ACS)  is  a  volun- 
tary health  organization  that  provides  services 
such  as  information  and  publications,  counsel- 
ing and  guidance,  referral  to  communit\'  health 
services  and  resources,  equipment  loans,  and 
rehabilitation  programs.  ACS  offers  referral  to 
ACS  programs,  support  groups,  and  other  com- 
munity resources  as  well  as  information  on 
cancer,  its  treatment,  and  the  care  of  cancer 
patients.  Many  local  units  also  sponsor  nuitucil 
support  programs  for  cancer  patients. 
Rehabilitation  and  support  programs  adminis- 
tered by  ACS  include  "1  Can  Cope",  an  8-vveek 
patient  education  program  assisting  patients 
and  their  families;  Reach  to  Recovery,  which 
provides  rehabilitation  support  for  women  who 
have  had  breast  cancer;  and  "Look  Ciood  .  .  .  I'eel 
Better",  which  offers  information  and  .i^uidance 
to  help  cancer  patients  undergoing  chemothera- 
py and  radiation  treatment.  .ACS  also  offers  pub- 
lic education  programs  for  youtti  .iiul  .idults  on 
prevention  and  risk  reduction  as  well  as  earl\ 
detection.  AC.S  offices  also  may  be  able  to  lend 
equipment  such  as  beds,  walkers,  and  wheel- 
chairs for  use  in  the  home;  provide  limited 
financial  assistance  to  medically  need)  cancer 
patients  for  pain  and  nausea  medications;  and 
arrange  for  transportation  to  and  from  treat- 
ment. ACS  recently  completed  three  demon- 
stration projects  on  conunuiiity  cancer  detec- 
tion, education,  and  prexention  for  socioeco- 
nomically  disadvantaged  populations  in  Harlem 
(New  York  City),  Miami,  and  west  Oakland 
(California).  All  states  located  in  the 
Appalachian  region  have  chartered  divisions 
of  ACS. 


During  1986,  CPOG  began  a  community  out- 
reach program  in  cancer  awareness  and  preven- 
tion that  has  reached  thousands  of  central 
Pennsylvanians  in  their  own  communities  suc- 
cessfully. The  goals  of  this  200-member  group 
are  \o: 

►  Improve  the  quality  of  cancer  patient  care; 

►  Conduct  studies  on  the  effectiveness  of 
cancer  treatment  regimens  with  protocols 
de\el()ped  and  e\aluated  by  CPOG; 

►  Improve  communications  and  coordination 
ot  cancer  treatment  in  central  Pennsylvania; 

►  Lducate  CPOG  members  and  the  medical 
community  at  large  in  newer  aspects  of  cancer 
treatment;  and 

►  Iducate  the  general  public  in  central 
PennsyKania  regarding  cancer  awareness, 
prevention  and  control,  and  early  detection. 

National  Alliance  of  Breast 
Cancer  Organizations 

1 180  Avenue  of  the  Americas,  Second  Floor 
New  York,  New  York  10036 
(212)  719-0154 

The  National  .Alliance  of  Breast  Cancer 
Organizations  (NABCO)  fosters  cooperation 
among  organizations  and  individuals  involved 
in  efforts  to  combat  breast  cancer.  It  also  serves 
as  a  resource  for  persons  who  are  concerned 
about  breast  cancer  and  other  breast  diseases. 
NABCX)  also  seeks  to  affect  public  and  private 
policy  in  areas  such  as  national,  state,  and  local 
legislation;  funding  priorities;  and  insurance 
reimbursements.  NABCO  prefers  written 
inquiries. 


Central  Pennsylvania  Oncology  Group 

Milton  S.  Hershey  Medical  Center 

Pennsylvania  State  University 

P.O.  Box  850 

Hershey,  Pennsylvania  17033 

(717)531-8341 

The  Central  Pennsylvania  Oncology  Group 
(CPOG)  was  formed  in  1974  with  an  initial  goal 
of  developing  and  testing  new  treatment  regi- 
mens through  the  use  of  rigorously  designed 
research  studies.  This  allowed  physicians  in  a 
34-county,  mostly  rural,  area  of  Pennsylvania  to 
participate  directly  in  planning  and  testing  treat- 
ment protocols,  making  the  studies  available  to 
patients  in  their  own  community  hospitals. 
CPOG  also  has  expanded  its  efforts  into  educa- 
tion and  service  programs  for  medical  profes- 
sionals interested  in  the  treatment  of  cancer. 


National  Coalition  for 
Cancer  Survivorship 

1010  Wayne  Avenue,  5th  Floor 
Silver  Spring,  Maryland  20910 
(301)650-8868 

The  National  Coalition  for  Cancer 
Survivorship  (NCCS)  is  a  consumer-oriented  net- 
work that  links  independent  organizations,  hos- 
pitals, cancer  centers,  and  individuals  who  are 
concerned  with  survivorship  and  the  mutual 
support  for  cancer  survivors  and  their  loved 
ones.  NCCS's  primary  goal  is  to  promote  a 
national  awareness  of  issues  affecting  cancer 
survivors.  It  provides  information  on  sources 
of  support  for  cancer  patients  and  their  families, 
holds  an  annual  conference  on  survivorship 
issues,  advocates  for  the  legal  rights  of  cancer 
survivors,  and  provides  technical  assistance  to 
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community  cancer  organizations.  The  coalition 
also  publishes  a  national  newsletter  and  other 
materials  that  help  cancer  survivors  locate 
resources,  communicate  with  their  health  care 
team,  and  deal  with  issues  such  as  job  and  insur- 
ance discrimination.  NCCS  encourages  outreach 
to  underserved  survivor  populations  and  is  dedi- 
cated to  expanding  peer  support  resources  to 
address  the  needs  of  men  and  women  from  all 
economic  and  social  backgrounds. 


4.  Rural  Health 

Federal  Resources 

Agency  for  Health  Care  Policy  and 
Research  Publications  Clearinghouse 

P.O.  Box  8547 

Silver  Spring,  Maryland  20907-8547 

(301)  495-3453  or  (800)  358-9295 

Formerly  the  National  Center  for  Health 
Services  Research  and  Health  Care  Technology 
Assessment,  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR)  was  established  in  1989 
as  a  separate  Public  Health  Service  agency.  As 
the  leader  of  federal  efforts  in  outcome  research 
and  health  services  research,  AHCPR  seeks  to 
create  and  disseminate  new  knowledge  and  bet- 
ter understanding  of  the  new  processes  by  which 
health  services  are  made  available  and  how  they 
can  be  provided  more  efficiently  and  effectively. 
The  agency  conducts  and  supports  scientific 
research  targeted  to  the  needs  of  health  care 
policymakers  at  the  federal,  state,  and  local  lev- 
els; those  who  operate  hospitals  and  other 
health  care  institutions;  and  individuals  who 
are  responsible  for  health  care  expenditures. 
Research  findings  are  disseminated  through  pub- 
lications, conferences,  and  workshops.  A  major 
component  of  AHCPR's  research  program  is  the 
National  Medical  Expenditure  Survey,  which 
provides  current  information  on  how  much 
Americans  use,  pay  for,  and  finance  medical 
care.  AHCPR  also  is  developing  clinical  practice 
guidelines  designed  to  assist  practitioners  in  the 
prevention,  diagnosis,  treatment,  and  manage- 
ment of  clinical  conditions.  Publications  on 
rural  health  include  an  annotated  bibliography 
on  rural  health  services  research;  Delivering 
Essential  Health  Care  Services  in  Rural  Areas:  An 
Analysis  of  Alternative  Models;  and  Rural  Health 
Care:  The  Future  of  the  Hospital.  Materials  also  are 
available  on  health  care  costs,  utilization,  expen- 
ditures, health  information  systems,  and  health 
technology  assessment.  The  monthly  publica- 
tion, AHCPR  Research  Activities,  summarizes  key 


research  findings  and  announces  the  availability 
of  new  reports.  Most  publications  are  available 
from  the  AHCPR  Publications  Clearinghouse 
(see  above). 

Area  Health  Education  Centers 

Program  Director 

Health  Resources  and  Services  Administration 

5600  Fishers  Lane,  Room  4C05 

Rockville,  Maryland  20857 

(301)  443-6950 

Area  Health  Education  Centers  (AHECs)  are 
funded  by  the  Bureau  of  Health  Professionals, 
Health  Resources  and  Services  Administration 
(HRSA),  through  cooperative  agreements  with 
major  institutions  that  subcontract  work  to  sev- 
eral smaller  centers.  The  purpose  of  this  support 
is  to  attract  and  retain  primary  care  professionals 
in  primary  medical  care  Health  Professional 
Shortage  Areas  by  linking  academic  science  cen- 
ters with  clinical  sites  in  underserved  urban  and 
rural  communities.  Centers  receive  funding  to 
establish  networks  of  health-related  institutions 
to  provide  educational  services  to  students,  fac- 
ulty, and  practitioners.  AHECs  encourage  pro- 
ject-to-project interaction  and  can  provide  lists 
of  resources  as  well  as  contact  persons. 

The  following  states  in  the  Appalachian 
region  have  AHECs:  Georgia,  Kentucky, 
Maryland,  North  Carolina,  Ohio,  Pennsylvania, 
South  Carolina,  Tennessee,  Virginia,  and  West 
Virginia. 

Information  on  how  to  contact  AHECs  in 
these  states  is  available  from  the  program 
director  at  the  address  listed  above. 

Community  Health  Centers 
Program  Director 

Health  Resources  and  Services  Administration 
5600  Fishers  Lane 
Rockville,  Maryland  20857 
(301)  443-2260 

Community  health  centers  (CHCs)  were  first 
funded  by  the  federal  government  as  part  of  the 
"War  on  Poverty"  in  the  mid-1960s.  Consumer 
participation  was  mandated,  and  this  commit- 
ment continues  today  with  each  center  required 
to  have  a  governing  board  composed  of  a  major- 
ity of  users  of  its  services.  The  Public  Health 
Service  currently  has  responsibility  for  directing 
the  Community  Health  Center  Program. 
Approximately  550  public  and  private  nonproht 
organizations  receive  community  health  center 
grants  to  operate  about  1,400  clinics.  More  than 
half  are  located  in  rural  areas.  CHCs  provide 
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family-oriented,  culturally  sensitive  primary  care 
services  to  medically  underserved  populations. 
They  also  provide  laboratory  tests,  x-rays,  and 
pharmacy  services.  Some  CHCs  complement 
these  services  with  preventive  health  care,  den- 
tal services,  and  a  variety  of  coiiiniunity  serxices 
such  as  transportation,  health  education,  long- 
term  care,  and  mental  health  services.  The  pro- 
gram can  provide  more  information  about  CHCs 
and  local  CHC  services. 

Center  on  Aging  and  Health  in 
Rural  America  (CAHRA) 

601  Oswald  Tower 
Pennsylvania  State  University 
University  Park,  Pennsylvania  16802 
(814)  863-2938 

funded  by  the  National  Institute  on  Aging, 
the  Center  on  Aging  and  Health  in  Rural 
America  (CAHRA)  was  founded  in  September 
1990  to  stimulate  intcrdisciplinar\  research  on 
issues  related  to  the  health  and  effective  func- 
tioning of  local  rural  Americans.  A  major  goal 
of  CAHRA  has  been  to  encourage  researchers 
who  already  conduct  research  in  health  and 
aging  to  add  a  meaningful  rural  component 
to  their  work.  In  addition,  PennsyKania  State 
University  has  a  long  research  tradition  in  the 
area  of  rural  population;  C^.\HR.\  has  successfuIK' 
encouraged  some  of  these  scholars  to  add 
dimensions  of  health  and  aging  to  their  rural 
research  programs. 

Office  of  Rural  Health  Policy 

Parklawn  Building,  Room  9-05 
5600  Fishers  Lane 
Rockville,  Maryland  20857 
(301)  443-0835 

The  Office  of  Rural  Health  Policy  (ORHP) 
was  established  within  the  U.S.  Department  of 
Health  and  Human  Services  in  fall  1987.  The 
major  responsibility  of  this  office  is  to  work 
within  the  department  and  with  other  federal 
agencies,  states,  national  associations,  founda- 
tions, and  private-sector  organizations  to  identi- 
fy and  seek  solutions  to  health  care  problems  in 
rural  communities.  The  office  administers  the 
Rural  Health  Research  Center  grant  program, 
which  supports  university-based  research  centers 
in  the  collection  and  analysis  of  information, 
the  conduct  of  applied  research  on  rural  health, 
and  the  dissemination  of  the  results.  As  the 
major  federal  coordinator  for  rural  health,  ORHP 
works  closely  with  the  National  Rural  Health 


Association  and  supports  a  number  of  important 
small  community  grants.  It  is  a  good  source  of 
current  information  on  all  aspects  of  rural 
health,  including  state-level  rural  health  legisla- 
tion, health  status  and  health  care  services,  and 
medicare  and  medicaid  beneficiaries. 

National  Clearinghouse  for 
Primary  Care  Information 

8201  Greensboro  L:)rive,  Suite  600 
McLean,  Virginia  22102 
(703)821-8955 

Kstablished  in  1983,  the  National 
Clearinghouse  for  Primary  Care  Information 
(NCl'CI)  is  funded  through  HRSA's  Bureau  of 
Primar\  Health  Care,  L^ivision  of  Community 
Migrant  Health.  The  clearinghouse  provides 
information  services  to  support  planning,  devel- 
opment, and  delivery  of  ambulatory  health  care 
to  urban  and  rural  areas  that  have  shortages  of 
medical  personnel  and  services.  The  clearing- 
house distributes  publications  focusing  on 
ambulatory  care,  financial  management,  prima- 
ry health  care,  and  health  services  administra- 
tion. Although  NCPCI  responds  to  requests  from 
the  general  public,  its  primary  audience  is  health 
care  practitioners  and  administrators. 

Rural  Information  Center 

Ik-altli  Ser\  ices  Section 

National  Agricultural  Library 

10301  Baltimore  Boulevard,  Room  304 

Beltsville,  Maryland  20705-2351 

(301)  344-2547  or  (800)  633-7701 

The  Rural  Information  Center  is  located  at 
the  U.S.  Department  of  Agriculture's  National 
Agricultural  library,  which  houses  the 
Agricultural  Library  forum  (ALF),  an  electronic 
bulletin  board  that  allows  users  to  access  and 
share  information.  ALF  can  be  used  to  network 
with  colleagues  and  to  learn  about  upcoming 
conferences  and  new  grant  opportunities.  The 
Rural  Information  Center  maintains  a  section 
on  ALF  that  includes  information  on  rural 
health  and  development.  Bulletin  board  topics 
include  publications  relevant  to  rural  health, 
reports  from  Rural  Health  Research  Centers, 
foundations  supporting  rural  health,  and  federal 
legislation  on  rural  health  issues.  The  Health 
Services  section  of  the  center  can  conduct  online 
database  searches  of  literature  on  rural  health 
and  can  provide  publications  on  agricultural 
safety  and  health,  health  care  and  the  elderly 
in  rural  America,  and  a  resource  guide  on  rural 
health  services  funding.  Other  publications  dis- 
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tributed  by  the  center  address  rural  leadership, 
public  decisions,  and  community  change;  eco- 
nomic development;  local  government;  and 
the  quality  of  rural  life  and  natural  resources. 


State  Resources 

State  Offices  of  Rural  Health 

Offices  of  Rural  Health  have  been  established 
by  states  to  be  focal  points  for  rural  health  activ- 
ities, including  the  coordination,  advocacy, 
planning,  administration,  and  evaluation  of 
rural  health  activities  at  the  state  level. 

Listed  below  are  the  Offices  of  Rural  Health 
of  states  located  in  the  Appalachian  region. 

Alabama 

Office  of  Rural  Health 
Office  of  the  Governor 
125  Ripley  Street,  Suite  1 
Montgomery,  Alabama  36104 
(205)  242-3439 

Georgia 

Office  of  Rural  Health 

Division  of  Public  Health 

Georgia  Department  of  Human  Resources 

878  Peachtree  Street,  N.E.,  Suite  100 

Atlanta,  Georgia  30309-9844 

(404)  894-4283 

Kentucky 

Center  for  Rural  Health 

University  of  Kentucky 

100  Airport  Gardens  Road,  Suite  10 

Hazard,  Kentucky  41701 

(606)  439-3557 

Maryland 

Office  of  Rural  Health 

Maryland  Department  of  Health  and 

Mental  Hygiene 
201  West  Preston  Street,  Room  225 
Baltimore,  Maryland  21201 
(410)  225-5806 

Mississippi 

Office  of  Rural  Health 

Mississippi  State  Department  of  Health 

P.O.  Box  1700 

2324  North  State  Street 

Jackson,  Mississippi  39215-1700 

(601)  960-7874 


New  York 

Office  of  Rural  Health 

Bureau  of  Health  Planning  Policy 

Development 

New  York  Department  of  Health 

Corning  Tower,  Room  1656 

Empire  State  Plaza 

Albany,  New  York  12237 

(518)  474-5565 

North  Carolina 

Office  of  Rural  Health  and 

Resource  Development 
North  Carolina  Department  of 

Human  Resources 
311  Ashe  Avenue 
Raleigh,  North  Carolina  27606 
(919)  733-2040 

Ohio 

Office  of  Primary  Care  and  Planning 
Ohio  Department  of  Health 
246  North  High  Street 
Columbus,  Ohio  43266-0118 

(614)  644-8508 

Pennsylvania 

Office  of  Rural  Health 

Department  of  Agricultural  Economics 

and  Rural  Sociology 
Pennsylvania  State  University 
2  Weaver  Building 
University  Park,  Pennsylvania  16802 
(814)  863-8214 

South  Carolina 

Office  of  Rural  Health,  Migrant  Health 

and  Primary  Care 
South  Carolina  Department  of  Health 
2600  Bull  Street 

Columbia,  South  Carolina  29201 
803)  737-3995 

Tennessee 

Office  of  Rural  Health 
Tennessee  Department  of  Health 
536  Cordell  Hall  Building 
Nashville,  Tennessee  37247-5410 

(615)  741-7308 

Virginia 

Center  for  Rural  Health 
Virginia  Department  of  Health 
1500  East  Main  Street,  Room  213 
Richmond,  Virginia  23219 
(804)  786-6970 
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West  Virginia 

Office  of  Rural  Health  Policy 
West  Virginia  Department  of  Health 
1411  Virginia  Street,  East 
Charleston,  West  Virginia  25301 
(304)558-3210 


Private-Sector  Resources 

National  Rural  Health  Association 

National  Headquarters 
1320  19th  Street,  N.W.,  Suite  350 
Washington,  D.C.  20036-1610 
(202)  232-6200 

National  Service  Center 

One  West  Armour  Boulevard,  Suite  ^01 

Kansas  City,  Missouri  641 1  1 

(816)  756-3140 

The  National  Rural  Health  Association  (NRHA) 
is  a  not-for-profit  association  cc^nposed  of  indi- 
viduals and  organization  members  who  share  a 
common  interest  in  rural  health.  Memhers 
include  administrators,  researchers,  go\ernment 
workers,  and  physicians  and  other  private  prac- 
tice health  professionals  as  well  as  hospitals, 
communit)'  and  migrant  health  centers,  and 
government  and  education  institutions.  NRHA 
sponsors  an  .Annual  Conference  on  Rural  Health 
as  well  as  a  Rural  Health  Policy  Institute,  which 
gives  members  an  opportunity  to  become  direct- 
ly involved  in  the  federal  legislati\e  process.  The 
association  publishes  the  quarterly  Joiinuil  of 
Rural  Health,  which  serves  as  a  medium  for  com- 
munication among  health  professionals  and  sci- 
entists on  research,  policy,  educational  opportu- 
nities, and  practice  applications.  The  associa- 
tion's bimonthly  newsletter,  Rural  Health  Care, 
disseminates  news  and  information  of  interest 
to  rural  health  professionals  with  the  goal  of 
establishing  a  network  of  rural  health  advocates. 
NRHA  recentl)-  published  National  Health  Policy 
Reform:  The  Rural  Perspective,  a  document  detail- 
ing the  association's  study  of  issues  pertaining  to 
national  health  care  reform.  Among  other  NRHA 
publications  are  a  list  of  rural  health  care  pro- 
jects funded  by  foundations;  a  rural  health 
resources  directory;  a  monograph  series  on  sur- 
vival strategies  for  rural  hospitals;  and  reports 
on  topics  such  as  the  Rural  Health  Clinic 
Services  Act,  innovations  in  rural  health  care 
delivery,  and  rural  emergency  medical  services. 


5.  Coalitions,  Community 
Development,  and 
Health  Lducation 

Federal  Resources 

Northea.vt  Regional  Center  for 
Rural  Development 

7  Armsb\  lUiilding 
Pennsyhania  State  University 
University  Park,  Pennsylvania  16802 
(814)  863-4656 

In  the  early  1970s  and  in  response  to  an  initia- 
tive by  the  Cooperative  State  Research  Service, 
U.S.  Department  of  Agriculture,  the  land  grant 
system  established  four  regional  centers  to  coor- 
dinate rural  development.  Located  at 
Pennsylvania  State  University,  the  Northeast 
Regional  Center  for  Rural  Development  is  con- 
cerned with  the  causes  and  consequences  of 
social,  political,  cultural,  and  economic  changes 
in  rural  areas  and  the  effecti\e  adaptation  of 
rural  people,  businesses,  and  communities  to 
those  changes.  The  center  initiates  and  facili- 
tates efforts  through  networks  of  scientists  from 
a  variet)  of  disciplines  who  identify  important 
research  and  educational  issues  and  then  devel- 
op strategies  for  dealing  with  those  issues  to 
improve  the  social  and  economic  well-being  of 
nonmetropolitan  communities  in  the  nation. 
The  center  also  provides  su[iplemental  research 
and  extension  funds  and  programs  through  seed 
money  grants. 

Planned  Approach  to  Community  Health 

Centers  for  Disease  Control  and  Prevention 
4770  Beford  Highway,  N.E.,  MS  K-46  Atlanta, 
Georgia  30341-3724' 
(404)  488-5426 

The  Centers  for  Disease  Control  and 
Prevention  (CDC)  administers  the  Planned 
Approach  to  Community  Health  (PATCH),  a 
process  that  involves  and  enables  members  of  a 
community  to  plan,  implement,  and  evaluate 
programs  designed  to  reduce  the  burden  of  dis- 
ease in  their  communities.  PATCH:  Local 
Coordinator's  Guide  includes  chapters  on  mobiliz- 
ing communities;  collecting  and  organizing 
data;  choosing  priority  problems,  target  groups, 
and  types  of  interventions;  and  performing 
process  and  outcome  evaluations.  Program 
descriptions  of  PATCH  projects  and  training 
workshops  on  the  PATCH  process  for  state 
health  department  staff  are  also  available. 
Local  groups  can  contact  their  state  health 


departments  for  technical  assistance,  training, 
and  materials  pertaining  to  community 
PATCH  projects. 

The  following  states  located  in  the 
Appalachian  region  have  state  and  local  PATCH 
coordinators:  Alabama,  Ohio,  South  Carolina, 
and  West  Virginia. 

Information  on  how  to  contact  the  PATCH 
coordinators  in  these  states  is  available  at  the 
address  listed  above. 

National  Clearinghouse  for  Alcohol 
and  Drug  Information 

P.O.  Box  2345  6000  Executive  Boulevard 
Rockville,  Maryland  20852 
(301)  468-2600  or  (800)  729-6686 

The  National  Clearinghouse  for  Alcohol  and 
Drug  Information  distributes  several  publica- 
tions on  community-based  health  programs 
prepared  by  the  Center  for  Substance  Abuse 
Prevention  (CSAP).  Although  the  primary  focus 
of  these  materials  is  on  alcohol  and  other  drug 
abuse  prevention,  much  of  the  information  on 
program  planning  and  coalition  building  has 
general  application  to  health  promotion  and 
disease  prevention  programs.  Available  guides 
include  The  Future  by  Design,  which  presents  a 
framework  for  community-based  prevention 
efforts;  Prevention  Plus  III,  which  uses  a  work- 
book format  to  provide  practical  guidance  for 
conducting  process  and  outcome  evaluations; 
and  Getting  It  Together,  a  guide  for  helping  com- 
munities tap  the  expertise  and  enthusiasm  of 
young  people  who  have  a  commitment  to 
improving  health  in  their  neighborhoods. 

Office  of  Minority  Health 
Resource  Center 

P.O.  Box  37337 

Washington,  D.C.  20013-7337 

(301)  587-1938  also  (800)  444-6472 

Established  in  1987  by  the  Public  Health 
Service's  Office  of  Minority  Health,  the  Office  of 
Minority  Health  Resource  Center  (OMH-RC)  has 
staff  members  who  are  available  to  answer  mail 
and  telephone  requests  received  from  consumers 
and  professionals.  Information  specialists  refer 
requests  to  appropriate  organizations,  locate  rel- 
evant materials,  and  identify  sources  of  techni- 
cal assistance.  The  resource  center  maintains 
information  on  health-related  resources  avail- 
able at  the  federal,  state,  and  local  levels  that 
target  minority  populations.  The  activities  of 
OMH-RC  concentrate  on  several  health  priority 
areas,  including  cancer  and  nutrition.  OMH-RC 
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has  established  the  Resource  Persons  Network 
(RPN),  a  network  of  more  than  2,000  physicians, 
nurses,  social  workers,  health  educators,  and  epi- 
demiologists who  provide  expert  technical  assis- 
tance to  community-based  organizations,  volun- 
tary groups,  and  individuals.  Areas  of  expertise 
include  building  community-based  coalitions. 
The  network  is  based  on  reciprocity:  Individuals 
may  call  OMH-RC  and  be  referred  to  an  RPN 
member,  and  an  RPN  member  may  call  the 
resource  center  to  obtain  access  to  other  health 
professionals. 


State  Resources 

United  States  Conference  of  Mayors 

1620  Eye  Street,  N.W. 
Washington,  D.C.  20006 
(202)  293-7330 

Founded  in  1932,  the  United  States 
Conference  of  Mayors  (USCM)  promotes 
improved  municipal  government  by  coopera- 
tion between  cities  and  the  federal  government 
and  provides  education,  technical  assistance, 
information,  and  legislative  services  to  cities. 
Health  is  the  focus  of  one  of  the  USCM  commit- 
tees. USCM's  Community-Based  HIV/AIDS 
Grant  and  Technical  Assistance  Program,  also 
supported  by  the  Centers  for  Disease  Control 
and  Prevention,  provides  assistance  to  commu- 
nity-based organizations  in  applying  for  grants, 
grant  writing,  materials  development,  and  evalu- 
ation. Many  of  the  materials  developed  for,  and 
as  a  result  of,  this  program  provide  helpful  infor- 
mation for  building  community-based  coalitions 
focused  on  other  health  problems.  These  publi- 
cations include  case  studies  of  current  and  past 
USCM  grantees  that  focused  on  community- 
based  coalition  development.  Past  topics  have 
included  using  focus  groups  to  develop  educa- 
tion materials.  USCM  also  has  developed  a  series 
of  technical  assistance  reports  that  provide  how- 
to  information  on  topics  such  as  event  plan- 
ning, proposal  writing,  media  relations,  and 
evaluation  of  programs.  Technical  assistance  for 
developing  community-based  coalitions  is  avail- 
able through  USCM's  minority  health  compo- 
nent, which  addresses  diseases  such  as  cancer 
and  includes  a  focus  on  migrant  and  rural 
health  issues. 

Center  for  Rural  Pennsylvania 

212  Locust  Street,  Suite  604 
Harrisburg,  Pennsylvania  17101 

(717)  787-9555 
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The  Center  for  Rural  Pennsylvania  was  created 
by  the  Pennsylvania  General  Assembly  to  ensure 
access  by  rural  and  small  communities  to  the 
problemsolving  tools  they  need  for  setting  their 
own  agenda  for  a  successful  future.  The  center 
aids  rural  policy  officials  and  local  leaders  in  the 
practical  implementation  of  techniques  that  will 
serve  local  goals  and  create  successful  communi- 
ties. The  center  achieves  this  through  research, 
policy  development,  and  technical  assistance  to 
Pennsylvania's  rural  region.  ,\cti\'ities  of  the  cen- 
ter include: 

►  Grants  for  research  and  demonstration  pro- 
jects through  the  State  System  of  Higher 
Education  Universities  and  Pennsylvania  State 
University; 

►  Maintaining  a  database  on  rural  conditions; 

►  Producing  publications  aimed  at  sharing 
project  results  with  [)olicymakers  and  local  lead- 
ers; 

►  Sponsoring  workshops;  anil 

►  Promoting  state  and  national  [)i)lic\  torums 
that  address  rural  and  small  community  needs. 

The  center  also  serves  as  a  clearinghouse  for 
ideas  and  programs  and  maintains  an  over\iew 
of  resources  for  local  communities. 

Coniniunity  and  Rural 
Development  Institute 

Cornell  Universit\ 

48  Warren  Hall 

Ithaca,  New  York  14853-7801 

(607)  255-9510 

The  Community  and  Rural  Development 
Institute  (CaRl)l)  was  established  in  1990  by 
Cornell  I'niversity  faculty  and  staff  to: 

►  Increase  attention  to  the  special  needs  of 
people  and  communities  in  New  York  and  the 
nation  by  promoting  research  and  policy  analy- 
sis on  community  and  rural  de\elopment  issues; 

►  lmpro\e  the  quality  of  life  in  rural  and 
urban  communities  by  supporting  educational 
and  research  programs  in  economic  develop- 
ment, environmental  management,  human  ser- 
vices, and  local  government;  and 

►  Increase  collaboration  among  research  and 
outreach  programs  at  Cornell  and  serve  as  a 
point  of  entry  for  policymakers  and  community 
leaders  interested  in  linking  with  Cornell's  pro- 
grams. 

CaRDI  brings  together  more  than  200  faculty 
members  and  research  and  extension  specialists 
in  economic  development,  environmental  man- 


agement, human  services,  and  institutional  lead- 
ership to  achieve  these  goals. 


Private-Sector  Resources 

Allegany  (  ounty  (MD)  Human  Resources 
Development  Coniniis.sion  (HRDC) 

Executive  Director 
19  Frederick  Street 
Cumberland,  Maryland  21502 
(301)777-5970 

This  organization  plans  and  coordinates  pro- 
grams designed  to  combat  the  problems  of 
poverty  and  seeks  the  elimination  of  conditions 
of  poverty  as  they  affect  the  rural  and  urban 
areas  of  Allegany  County.  Branch/satellite/field 
operations  include  Area  .Agency  on  Aging,  .Adult 
Day  Care  ("enters,  I  niergency  I-unding, 
CiUiirdi.inshi[i,  Homeless  Services  Program,  Legal 
Services  Program,  Maryland  F.nergy  Assistance 
Program,  Nutrition  Program,  Ombudsman 
Program,  Senior  Citizen  Center,  Weatherization 
Program,  Willow  Valley  Apartments,  and  Senior 
Assisted  Housing. 

Interfaith  Con.sortiuni,  Inc. 

209  North  Centre  Street 
Cumberland,  Maryland  21502 
Executive  Director 
(301)  777-7388 

The  purpose  of  this  organization  is  to  provide 
assistance  in  the  tri-state  area  for  tutoring 
(Literacy  Tutor);  supplemental  food  program 
(SHIP);  housing  repair  for  low-income 
elderly/disabled  persons  (HOM.XR);  a  retired 
seniors  volunteer  program  (RSVP);  and  a  rehabil- 
itation program  (Intervention  Housing). 

To  be  eligible  for  these  programs,  persons 
must  be  residents  of  Allegany/Garrett  counties, 
Maryland;  Beford/Somerset  counties, 
Pennsylvania;  or  Hampshire/Mineral  counties, 
West  Virginia.  WIC  guidelines  are  followed  for 
for  SHIP  and  Intervention  Housing  and  State  of 
Maryland  guidelines  for  HOMAR. 

Highlander  Research  and 
Education  Center 

Executive  Director 

1959  Highlander  Way 

New  Market,  Tennessee  37820 

(615)933-3443 


The  Highlander  Research  and  Education 
Center  was  founded  in  1932  to  work  with  grass- 
roots community  groups  in  Appalachia  and  the 
South  to  resolve  pressing  social  problems 
through  collective  action.  Highlander's  history 
includes  education  for  workers  in  the  1930s  and 
1940s,  literacy  programs  for  African-American 
southerners  desiring  to  vote  in  the  1950s,  and 
assisting  local  community  organizers  in  the 
1960s  and  1970s.  Current  programs  address  eco- 
nomic and  environmental  problems  as  well  as 
leadership  and  youth  development.  Program 
emphasis  is  on  "what  ordinary  people  can 
achieve."  The  center  sponsors  a  variety  of  work- 
shops; distributes  a  newsletter,  Highlander 
Reports;  operates  a  resource  center;  and  produces 
educational  materials. 


Mountain  Association  for  Community 
Economic  Development 

President 

433  Chestnut  Street 
Berea,  Kentucky  40403 
(606)  986-2373 

The  Mountain  Association  for  Community 
Economic  Development  (MACED)  started  in 
1976  as  a  private  nonprofit  organization  when 
local  groups  joined  together  to  improve  eco- 
nomic conditions  and  the  quality  of  life  in  the 
eastern  Kentucky  Appalachian  Mountains. 
Today,  MACED  manages  development  programs 
in  forestry,  education,  and  local  governance  as 
well  as  an  economic  development  fund  of  more 
than  $2  million.  MACED's  philosophy  supports 
an  economic  process  that  integrates  four  ele- 
ments: "the  right  thing,  the  right  time,  the 
right  people,  and  the  right  structure." 

National  Coalition  Building  Institute 

1835  K  Street,  N.W.,  Suite  715 
Washington,  D.C.  20006 
(202)  785-9400 

The  National  Coalition  Building  Institute 
(NCBl)  is  a  nonprofit  leadership  training  organi- 
zation with  chapters  in  35  cities  where  local 
community  leaders  trained  by  NCBl  work 
together  as  a  resource  team  to  teach  skills  in 
prejudice  reduction  and  conflict  resolution. 
NCBl  holds  its  semiannual  Prejudice  Reduction 
Leaders  Institutes  in  April  and  August  and  its 
annual  Leadership  Training  Institute  in  August 
of  each  year.  These  institutes  teach  participants 
the  steps  involved  in  developing  and  leading 
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programs  focused  on  welcoming  diversity.  The 
Art  ofCoaUtion  Building:  A  Guide  for  Community 
Leaders,  a  46-page  how-to  manual  filled  with 
concrete  ideas  for  building  effective  intergroup 
coalitions,  is  available  through  NCBl  for  $10. 

The  following  states  located  in  the 
Appalachian  region  have  NCBl  chapters: 
Alabama  (Birmingham),  Georgia  (Atlanta), 
Kentucky  (Louisville),  Maryland  (Baltimore), 
New  York  (Upstate),  North  Carolina 
(Durham/Chapel  Hill),  Ohio  (Cleveland), 
Pennsylvania  (Lehigh  Valley  and  Susquehanna 
Valley),  Tennessee  (Nashville),  and  Virginia 
(Harrisonburg). 

Information  on  how  to  contact  NCBl 
chapters  in  these  states  is  available  at  the 
address  listed  above. 


WQED  TV 

4802  Fifth  Avenue 

Pittsburgh,  Pennsylvania  15213 

(412)  622-1320 

WQED  TV  provides  public  broadcasting  ser- 
vices to  southwestern  Pennsylvania  and  parts 
of  Ohio,  West  Virginia,  and  Maryland.  In  addi- 
tion to  quality  national  and  local  programming 
and  educational  services  in  partnership  with 
area  educational  institutions  and  agencies,  a 
longtime  specialty  of  the  station  has  been  com- 
munity outreach.  Outreach  projects  are  devel- 
oped in  partnership  with  area  individuals,  agen- 
cies, coalitions,  and  other  organizations  to  raise 
awareness  about  critical  issues,  provide  informa- 
tion and  materials  about  the  issues,  and  help 
inform  individuals  about  what  they  can  do  to 
help  effect  change  or  to  obtain  services  them- 
selves. Projects  contain  some  or  all  of  the  follow- 
ing: television  programming,  public  service 
announcements,  training  videos  and  teleconfer- 
ences, print  materials  (e.g.,  posters,  manuals, 
leader's  guides,  flyers),  community  coalition 
building  or  strengthening,  events,  and  promo- 
tion. Ideas  generally  are  brought  to  WQED  by 
individuals  and  organizations  in  the  communi- 
ty. Subjects  vary,  but  major  projects  have  includ- 
ed teenage  drug  and  alcohol  use,  illiteracy, 
breast  cancer,  prostate  cancer,  eating  disorders, 
and  women's  health.  Health  issues  and  women's 
health  issues  are  of  particular  interest  to  WQED 
at  present. 
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Appendix  E 


Acronyms 

ACS:  American  Cancer  Society 

ACTWU:  Amalgamated  (Mothin);  iind  rextiie  Workers  I'nion 

AHEC:  area  health  education  center 

ALIC:  A[ipakichia  leadership  lnitiati\e  on  Cancer 

ARC:  Appalachian  Regional  (  ommissloii 

ASSIST:  Aiiieritiiii  Stoji  Smoking  lnter\ention  Study  tor  (ancer  i'rexeiilion 

BRFSS:  lU'ha\ior.il  Kisk  lai,t(u  Sur\eillance  System 

CnC:  ('.enters  tor  Disease  Control  and  l're\ention 

CES:  Cooperative  Extension  Ser\ice 

CHALIC:  Central  llighlaruls  Appalachia  l,eadershi|i  Initiatixe  on  (dancer 

CHC:  conirnunit\  healtli  center 

CIS:  ("ancer  Intormation  Ser\ice 

COMMIT:  (x)mmunity  Interxention  I  rial  tor  Smoking  ('essation 

COPC:  community-orientetl  primary  care 

COSSMHO:  National  Coalition  ot  Hispanic  Health  and  Human  Ser\ices  C")rgani/.ati()ns 

CPOG:  Central  I'ennsyKania  Oncologx  Croufi 

DCC:  District  Cancer  ('ouncil 

DCPC:  Division  of  Cancer  Prevention  cuui  (  ontrol 

EFNEP:  Expanded  Eood  and  Nutrition  Education  Program 

ES-USDA:  Extension  System-U.S.  Department  of  Agriculture 

ETSU:  East  Tennessee  State  Uni\erslt\- 

HPV:  Human  papilloma  \irus 

HTLV-1:  human  T-cell  Kmphotropic  \irus  t\pe  1 

KAB:  knowledge,  attitudes,  and  behavior 

KCP:  Kentucky  Cancer  Program 

LDD:  local  development  district 
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LPM:  Lucille  Parker  Markey 

MBRCC:  Mary  Babb  Randolph  Cancer  Center 

MHC:  migrant  health  center 

NALIC:  Northern  Appalachia  Leadership  Initiative  on  Cancer 

NBCC:  National  Breast  Cancer  Coalition 

NBLIC:  National  Black  Leadership  Initiative  on  Cancer 

NCALIC:  North  Central  Appalachia  Leadership  Initiative  on  Cancer 

NCHS:  National  Center  for  Health  Statistics 

NCI:  National  Cancer  Institute 

NHCCRN:  National  Hispanic  Cancer  Control  Research  Network 

NHIS:  National  Health  Interview  Survey 

NHLIC:  National  Hispanic  Leadership  Initiative  on  Cancer 

NHSC:  National  Health  Service  Corps 

NIH:  National  Institutes  of  Health 

NOIB:  National  Outreach  Initiatives  Branch 

OHEI:  Office  of  Health  Education  and  Information 

PCI:  Pittsburgh  Cancer  Institute 

PDQ:  Physician  Data  Query 

PSA:  prostate-specific  antigen 

SALIC:  Southern  Appalachia  Leadership  Initiative  on  Cancer 

SEER:  Surveillance,  Epidemiology,  and  End  Results  program 

SOCM:  Save  Our  Cumberland  Mountains 

UAW:  United  Auto  Workers 

UMWA:  United  Mine  Workers  of  America 

USDA:  U.S.  Department  of  Agriculture 

USWA:  United  Steelworkers  of  America 

VFD:  volunteer  fire  department 

WIC:  Special  Supplemental  Food  Program  for  Women,  Infants,  and  Children 
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Appendix  F 


Defimng  Urban  and  Rural  Places 

This  monograph  combines  several  methods  of  distinguishing  urban  and  rural  counties.  The 
U.S.  Department  of  Agriculture's  (USDA)  Rural-Urban  Continuum  Codes,  often  referred  to  as 
Beale  Codes,  form  a  classification  scheme  that  distinguishes  metropolitan  counties  by  size  and 
nonmetropolitan  counties  by  degree  of  urbanization  or  proximity  to  metropolitan  areas  (Butler 
1990).  A  list  of  the  USDA's  Rural-Urban  Continuum  Codes  associated  with  each  of  the  399 
Appalachian  counties  is  presented  in  Appendix  A. 

To  create  two  urban/rural  categories  for  counties  within  the  ALIC  program,  the  USDA 
continuum  codes  were  collapsed  as  follows:  Continuum  codes  0  through  S  are  termed  "urban", 
and  codes  6  through  9  are  termed  "rural".  Based  on  these  groups,  a  rural  Appalachian  county  is 
defined  as  a  nonmetropolitan  county  with  an  urban  population  of  less  than  20,000.  Table  1 
illustrates  how  the  Rurdl-l'rlian  ( ontiiuuuii  Cxidcs  arc  iiuli\  ictiKilK  defined  and  then  grouped 
into  the  urban  and  rural  categories  used  for  the  ALIC  program  and  this  monograph. 


Note 

1.  The  General  Accounting  C^ffice  also  has  used  this  definition  to  identify  rural  counties 
(U.S.  General  Accounting  Office  1989). 
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Table  1.  ALIC  rural  and  urban  county  categories  based  on  the  USD  A  Rural-Urban  Continuum 
codes  for  metro  and  nonmetro  counties 


Code 


Type  of  County 


Definition 


URBAN  COUNTIES  (as  defined  in  this  monograph) 


c 
s 

o 
u 


o 

o 
u 


Core  large  metropolitan 


Fringe  metropolitan 


Medium  metropolitan 


Lesser  metropolitan 


Central  counties  of  metropolitan  areas  of  1  million 
population  or  more 


Fringe  counties  of  metropolitan  areas  of  1  million 
population  or  more 


Counties  in  metropolitan  areas  of  250,000  to 
1  million  population 


Counties  in  metropolitan  areas  of  less  than 
250,000  population 


Urbanized/adjacent 


o 
a 

o 

u 

s 

s 

o 
z 


Urban  population  of  20,000  or  more,  adjacent 
to  a  metropolitan  area 


Urbanized/nonadjacent 


Urban  population  of  20,000  or  more,  not  adjacent 
to  a  metropolitan  area 


RURAL  COUNTIES  (as  defined  in  this  monograph) 


e 
s 

o 

IS 


o 
a 

o 

u 

a 

ss 

o 


Less  urbanized/adjacent 


Less  urbanized/nonadjacent 


Completely  rural/adjacent 


Completely  rural/nonadjacent 


Urban  population  of  2,500  to  19,999,  adjacent 
to  a  metropolitan  area 


Urban  population  of  2,500  to  19,999,  not  adjacent 
to  a  metropolitan  area 


Completely  rural  or  fewer  than  2,500  urban 
population,  adjacent  to  a  metropolitan  area 


Completely  rural  or  fewer  than  2,500 
urban  area  population,  not  adjacent  to 
a  metropolitan  area. 


INDEX 


accidents,  52,  124 

action  research,  6,  154,  304,  309 

activism,  89,  178,  180-181, 
185-186,  189,  191-193 

advisory  committees,  202,  213- 
214,  216,  219,  244,  247-248,  257 

African- Americans,  2,  17,  20,  22, 

25,  50,  58,  91,  102-103,  106,  114, 
118-119,  125,  127-128,  130,  134, 
164,  167-169,  173,  178,  192,  207, 
223,  246,  254-256,  317,  326 

agriculture,  16,  18,  40,  204,  206, 
220,  223,  249,  252-253,  321,  323, 
327-329 

AIDS,  67,  180-181,  183,  185-186, 
189-193,  274,  324-325 

AIDS  activists,  185,  193 

AIDS  movement,  181,  183 

Alabama,  3,  11,  14,  17,  25,  34-35, 
50,  54,  57-58,  73,  75,  315,  317,  322, 
324,  326 

alcohol,  7,  48,  106,  113-114,  121, 
125,  127,  130,  142,  151,  179,  190, 
273,  324,  326 

alcohol  consumption,  7,  48,  114, 
125,  127,  190 

ALIC  cooperative  agreement 
awards,  202 

ALIC  goals,  3,  5,  7,  102,  116,  132, 
138,  141,  144-146,  148-149,  153, 
156,  158,  160,  162,  164-167,  171- 
173,  175,  200,  202-203,  209,  211, 
213-214,  221,  225-227,  236,  240, 
259,  263,  267,  269,  305,  308-309, 
312,318-319,  325 

ALIC  project  staff,  i,  iv,  4,  91,  268 

ALIC  projects,  i-ii,  iv,  3-8,  12,  87, 
89-91,  100-101,  122,  138,  199-201, 
235,  241,  250,  261,  267-269,  304- 
306,  309,  311,  314 

ALIC  steering  committee, 

201-202 

Allegheny  County,  PA,  34, 

288-289,  316 


alternative  economic 
development,  84 

alternative  health  care 
practices,  45 

Amalgamated  Clothing  and 
Textile  Workers  Union 
(ACTWU),  84-86,  327 

American  Cancer  Society  (ACS), 

59,  103,  105,  113,  118,  128-131, 
133-134,  156,  163,  168,  178,  183, 
189,  204-206,  208-219,  225-229, 
231,  236-237,  240,  243,  246, 
250-251,  257,  266,  314,  319,  327 

American  economy,  4,  7,  29-30 

American  health  care  system, 

1-2 

American  Heart  Association, 

164 

American  Lung  Association,  164 

American  Stop  Smoking 
Intervention  Study  for  Cancer 
Prevention  (ASSIST),  iii,  5,  67, 
113,  118,  142,  150,  162-168,  174, 
211,  214,  219,  225-226,  231,  240, 
247,  251-252,  257,  259-260,  312, 
314,  320,  327 

Amish,  207 

Anglin,  Mary  K.,  88,  93,  178,  187, 
189,  272 

antismoking  interventions,  159 

antiwar  movement,  83 

Appalachian  Alliance,  86 

Appalachian  Community  Fund, 

86 

Appalachian  culture,  ii,  4,  6, 

19-22,  88 

Appalachian  Regional 
Commission  (ARC),  2,  4,  11, 

13-17,  20-21,  25,  36-38,  40,  42, 
48-50,  52-58,  60,  63,  68,  71,  76, 
79,  214,  236,  243,  271,  277,  279, 
281,  283,  285,  287,  289,  291,  293, 
295,  297-299,  302,  306,  312,  327 


Appalachian  Regional 
Development  Act,  14 

Appalachian  Regional 
Hospitals,  62 

Appalachian  Volunteers,  83 

Appalachian  Women's  Guild, 

84 

Area  Health  Education  Center 
(AHEC),  75,  246,  327 

arthritis,  125 

Asheville,  NC,  75,  254 

Asian  Americans,  118 

Associations  of  Housing 
Authorities,  227 

Athens  County,  OH,  56,  286-287 

Atlanta,  GA,  17,  19,  33-35, 
58,  134,  168,  189,  254,  316,  319, 
322-323,  326 

Avoidable  Mortality  in  Black 
Populations  Program,  168,  172 

Baquet,  Claudia  R.,  125,  128, 
134,  178,  189,  270 

barriers  to  access,  11 

Batteau,  Allen,  13,  20,  22  23, 

25-26,  190,  310 

Bedford  County,  PA,  56,  288  289 

behavior  modification,  159,  168 

Behavioral  Risk  Factor 
Surveillance  Survey  (BRFSS), 

112,  228,  233,  240,  247-248,  261, 
263,  327 

behavioral  changes,  7,  226 

Behringer,  Bruce,  62,  79,  272 

Benson,  J.K.,  148,  151 

Billings,  Dwight  B.,  83,  89,  93 

Binghamton,  NY,  19,  36,  58, 

151,  155 
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Biomedical  Science 
Preparation  Program,  75 

Birmingham,  AL,  1  7,  58,  75,  326 

Black  Cancer  Awareness 
Sunday,  168 

Black  Lung  Association,  85,  93, 

black  lung,  58,  60,  85,  93,  100, 
186,  191,  193,  208 

bladder,  113,273 

Blec,  Katblecn,  82,  93 

blue-collar  workers,  106,  126 

Bluestone,  Barry,  29,  42 

bottom-up  approach,  (t,  8,  268 

boundary  pullers,  6-7,  268 

boundary  pushers,  6-7,  268 

Bowman  Gray  School 
of  Medicine,  168,  271 

Boyd,  Neal  Richard,  122,  272 

Branscome,  Jim,  22 

Breast  and  Cervical  Cancer 
Mortalitv  Prevention  Act 

of  1990,  '\hh 

Breast  and  (  ervical  Cancer 
Screening  Program  226,  228 

Breast  Cancer  Summits,  1 1  7 

breast  cancer,  56-57,  68,  100,  105, 
116-117,  128-129,  134-135,  167, 
178-186,  188-193,  195,  225,  227- 
230,  240,  242-243,  256,  260,  263, 
269,307,  317,319,  326,328 

breast  cancer  movement,  1 78, 

180-181,  183,  186 

breast  examination,  105,  229 
Broder,  Samuel,  M.D.,  ii,  272 

Broome  County,  NY,  34,  36, 

286-287 

Brown,  Pamela,  221,  272 

Brown  Lung  Association,  85 

Buckley,  William,  20 

Buncombe  County,  NC,  253, 
284-285 


Burkett,  Gary  L.,  21,  43,  272 
Butcher,  Fred  R.,  3,  221,  272 
byssinosis,  85 

Cameron  County,  PA,  56, 

288-289 

Campbell,  John,  14,  18  19,  24,  26, 

292-2'^»3 

cancer  control  intervention,  iii, 
3,  246,  248,  267 

cancer  control  research,  iii-i\ , 

3,  156,  158-159,  164-165,  328 

cancer  education.  117,  133,  137, 
168,  20b,  209-21  1.  213-214.  216, 
219,221,230-231 

cancer  incidence  and 
mortality,  i,  iii,  3,  8,  112,  128, 
208-20').  219,  233,  235,  247,  256, 
259,265,318 

(  amer  Information  Service 

(C;iS),  11  M  hS,  1()9,  175,  221, 
228-229,  231,  260-261,  263, 
314-316,  318,  327 

Cancer  Literacy  Coalition,  239 

cancer  mortality  rates,  7,  54,  56, 

17'),  2<b,  248,  250.  25h 

cancer  rates,  i,  7,  52,  54,  56,  1 14, 
127-128,  170-171,233,267 

cancer  registry,  iv,  112,  170-171. 
208,  214,  216.  237,  239,  247,  257, 
261,265,  318 

cancer  research,  iii,  86,  112,  116, 
170,  184,  191,  193,  205-206,  229, 
271.  273.  318 

Cancer  Research  Foundation 
of  .America,  22'' 

cancer  risk,  62.  112-114,  133,  137, 
170,  191,  205,  259 

cancer  screening,  iv,  106,  112, 

130-131,  137.  165.  175,  192-193, 
205-206,  217,  226,  228-230,  233, 
235,  240,  247-248,  266,  274 

cancer  survival  rates,  i,  128,  256 

CANCERLIT,  118 

cardiovascular  diseases,  53 

Carolina  Brown  Lung 
Association,  85 


Caudill,  H.,  19-22,  24,  26,  45,  60 

Centers  for  Disease  Control, 
(CDC),  1  12,  156,  166,  226,  240,  242, 
250,  271,  273-274,  323-324,  327 

Center  for  Substance  Abuse 
Prevention  (CSAP),  142.  324 

Central  Appalachia,  11,  17, 

19-22,  32,  36-37,  40,  55,  57,  70,  94, 
203,  221,  223,  225,  227,  229,  231, 
233,  235,  242,  253,  272,  311,  328 

Central  Highlands  Appalachia 
Leadership  Initiative  on  (^ncer 
(CHALIC),  199,  202-203,  237, 
239-251.  273.  311.  327 

Central  Pennsylvania  Oncology 
Group  (CPCMi),  206.  213.  ■119,  327 

certified  nurse  midwivcs,  70, 

7i,  11,  80 

cervical  cancer,  58,  105,  1 14, 
116,  128.  166,  225-229,  239,  242, 
247-248,  lh(i-l^l,  273-274 

cervical  screening,  165,  168,  233 

cervix,  57,  1 14,  116,  121,  127-128, 
135.  208,  231.  233.  248,  260 

Chattanooga,  TN,  241,  246 

(  havis,  David  M.,  138,  142,  144, 

14i>    l^o-l  ^1.  I  >4-155,  157,  272 

Cherokee  (bounty,  SC,  56 

Cherokee  Indian  Reservation, 

252 

chronic  bronchitis,  125 

chronic  obstructive  lung 
disease,  103 

chronic  obstructive  pulmonary 
disease,  47 

cigarette  smoking,  55.  103, 

1  13.  248 

cigarettes,,  2,  103,  1  14.  159. 
233, 248 

Citizens  .\gainst  Temporary 
Services,  85 

civil  rights  movement,  22,  83 

class,  8,  24,  27,  46,  81,  86,  88-89, 
91-92,  95,  122.  128.  134 

Clemson  University,  252,  257, 

265 
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Clermont  County,  OH,  56 

coal,  11-12,  16,  20-21,  24-25,  29-30, 
34,  36-37,  40,  70,  79,  81,  84-85,  89, 
91,  94-95,  186,  190,  193,  207-208, 
222-224,  241 

coal  miners,  12,  20,  79,  85,  89,  95, 

186,  190,  193,  208 

coalition  formation,  145-148, 
154,  156,  163,  172,  174,  211 

coalition  leadership,  147 

coalition  maintenance,  147-148, 
153,  155 

coalition  management,  148,  263 

coalition  structuring,  148 

collective  struggles,  81,  83 

colorectal  cancer,  54,  56, 

114,  116 

Columbiana  County,  OH,  25 

Commission  on  Religion 
in  Appalachia  (CORA),  270, 
272,  313 

Community  action,  83,  160,  227, 
247-248,  259,  265 

community  action  agencies,  83, 

259,  265 

Community  and  Rural 
Development  Institute,  210,  325 

community  awareness,  166,  173 

community-based  health 
promotion  programs,  79,  89, 

116,  318 

Community  Clinical  Oncology 
Programs  (CCOPS),  174 

community  clinics,  12,  77 

community  development,  66, 

68,  140,  151,  201,  237,  243,  251- 
252,  257,  272-273,  311,  323-326 

community  education,  262,  265 

Community  Farm  Alliance,  84, 

88,  91,93 

'        Community  Health  Advocacy 
Program,  252 

community  health  centers,  12, 

64,  66,  100,  131-132,  134,  320-321, 
323,  327 


Community  Intervention 
Trial  for  Smoking  Cessation 
(COMMIT),  iii,  73,  159-162,  169, 
171-172,  174,  176-177,  209,  269, 
309,  327 

community  leaders,  ii,  iv, 

3-4,  100,  134,  142,  145,  160, 
165,  167-168,  172,  188,  201, 
203,  224-226,  239,  244,  259, 
263,  266,  312,  325-326 

community  leadership,  ii,  8, 

168,  176,  210,  244-248,  252 

community  mobilization,  156, 
162,  261,  265 

community  organizations,  4,  8, 

89,  117,  133,  138-139,  141,  145-146, 
154-155,  160,  187,  190,  270 

community  organizing,  4, 

83-84,  89-91,  142,  151,  155,  246, 
306,  313 

community-oriented  primary 
care,  132,  136,  239,  327 

community  outreach,  iv,  67, 

167,  188,  206,  313-314,  319,  326 

community  ownership,  141, 

153,  162,  172,  175,  247 

Community  Partnership 
Program,  75 

company  tow^ns,  12,  207,  224 

Congress  for  Appalachian 
Development,  86 

Cooperative  Extension  Service 
(CES),  8,  204-206,  208-218,  220, 
227,  237,  243,  251-252,  254,  257, 
257-260,  262-263,  327 

Coosa  County,  AL,  35 

Cornell  Cooperative  Extension 
Service,  204 

Cornell  University,  204,  206,  210, 
214,  218,  325 

Council  of  The  Southern 
Mountains,  86 

Couto,  Richard  A.,  1,  3,  12-14,  29, 
39,  42-43,  45,  50,  88-89,  93,  122, 
186,  190,  267-272,  304-305,  310 

Cullen,  Joseph  W.,  159,  176 

cultural  barriers,  208,  255 


cultural  conflict,  23,  26 

cultural  interpretation,  20,  25 

cultural  representation,  21-26 

culture,  i-ii,  4,  6,  19-28,  43,  45-46, 
59,  83,  88-89,  114,  126,  131,  142, 
211,  241,264,  307-308,  313 

culture  of  medicine,  131 

culture  of  poverty,  21,  83,  126 

Cunningham,  J.V.,  151 

Cunningham,  Rodger,  20,  23-25, 
28,  140, 

curricula  for  health 
professional,  3,  74,  320 

Dandridge,  TN,  85 

data  collection  research,  6,  61, 

121,  160,  164-166,  168,  170,  175, 
199,  214,  232,  260,  267 

data  registry,  47 

Data-Based  Intervention 
Research  (DBIR),  118,  166  167, 
317 

database,  65,  118,  317-318, 
322,  325 

Dayhoit  (KY)  Concerned 
Citizens,  84 

deindustrialization,  30 

Dead  Pigeon  River  Council,  84 

Decisions  for  Health,  204,  220 

declining  industries,  29 

Delaw^are  County,  NY,  56, 

286-287 

development  of  cancer,  iii,  260 
diabetes,  125 

diagnostic,  3,  180,  216,  233,  239 

diet,  56,  89,  106,  113-114,  118-119, 
121,  130,  137,  167,  169,  179,  191, 
208,  231,  233,  240,  249,  261,  317 

dietary  health  promotions,  169 

disease  patterns,  47-48 

disinvestment,  40 
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dissent,  81,  8:^,91,93 


"distressed",  iv,  2,  A7-40.  42, 
50-51,  54,  56,  58,  60,  256,  277, 
279,  281,  283,  285,  287,  289,  291, 
293,295,297-299,302,  312 

distribution  of  income,  122 

District  Cancer  Councils  (DCC), 

237,  246,  327 

distrust,  90,  224,  254 

Division  of  (  ancer  Prevention 
and  Control  (DCPC),  Hi,  3,  59, 

158,  176,  266,  273-274,  327 

Doll,  R.,  115,  119,  125,  128,  135 

dominant  industries,  29 

Dotter,  Earl,  4,  271-272 

"Dukes  of  Haz/ard",  25 

Dungannon  Development 
Commission,  S4 

East  Tennessee  State  University 
(ETSU),  75,  237,  239,  242,  251,  272, 
313,  327 


economic  change. 


12,  <)() 
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owing  Seeds  in  the  Mountains 


This  monograph  exhibits  much  work  on  the  part  of  its  contributors  to 

accurately  describe  the  "residents  of  rural  areas  of  the  Appalachian  region," 

who  will  be  served  by  the  Appalachia  i.eadership  initiative  on  Cancer. 

le  monograph  should  be  helpful  to  the  people  who  arc  involved  in  the  four  projects. 

I  he  conclusion  portion  of  chapter  S,  lessons  from  C'hange  Kfforts  in  Appalachia, 

has  some  particularly  good  information  about  structuring  successful 

community-based  programs  in  Appalachia. 

Fnincis  E.  Moruvit/,  Executive  Director,  AppiiUuhiun  Regional  Commission. 

... The  monograph  raises  very  important  issues  about  coalition 

building  for  social  change  in  Appalachia  and  other  poor  areas.  By  implication, 

it  addresses  some  critical  concerns  for  national  health  care  policy... 

If,  in  fact,  the  ALIC  program  evolves  from  the  seeds  described  in  this  monograph, 

it  will  provide  a  new  model  of  community  health  enhancement  nationwide. 

Therefore,  both  the  volume  and  its  title  are  appropriate. 

Ron  D  Filer,  Ph.D.,  Director,  Appiiliichiun  Center,  University  of  Kentucky. 

...  Ihis  is  an  impressive  and  unique  piece  of  work. 

1  am  not  aware  of  any  similar  effort  to  document  the  integration  of 

coalition  building,  cancer  prevention,  community-based  strategies  and 

extended  health  care  service  delivery  in  a  monograph  that  can  serve  as  a  planning 

document,  a  training  manual,  and  a  base  line  for  future  reference. 

Eilwurd  F.  Meehiin,  M.P.H.,  Executive  Director, 

The  Dorothy  Rider  Pool  Health  Care  Trust,  Allentown,  Penn. 

1  thought  the  chapter  on  Activists  and  Advocates  was  outstanding. 
Daviil  I.Senicr  \f /)    \f  P.H..  Athmta.  C,A. 


For  me,  a  major  measure  of  success  in  a  document 

like  this,  is  whether  it  keeps  my  attention  and  1  learn  something. 

In  this  case,  both  have  occurred.  ...I  expect  this  will  be  a  useful  resource 

document  that  people  in  the  field  will  find  very  helpful. 

Thomas  /.  Kean,  M.P.H.,  Deputy  Director  for  Operations,  AMC  Cancer  Research  Center. 
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